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What we’'re hearing

If you would like a paper copy of this document or require it in an alternative format, please
get in touch with us.
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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 to speak to carers and hidden carers to hear

their experiences and to signpost to the relevant services where needed/appropriate:

e Rare dementia support group, Banstead

e East Surrey autism, ADHD and neurodiversity support group, Reigate

e Mytchett memory group, Camberley

e Action for Carers hub, Leatherhead

e Surrey and Borders Partnership (SABP) mental health carers forum with Action for Carers,
Leatherhead

e Surrey and Borders Partnership (SABP) mental health carers forum with Action for Carers,
Guildford

e Guildford Hongkongers

e Action for Carers hub, Banstead

e Action for Carers hub, Cranleigh

e Planning for your Future event with Age UK, Guildford

e Mental health carers support group, online

e ASD/ADHD support group, Epsom Downs.
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Main themes we have heard from January - March
2025

The word cloud below highlights the main themes we have been hearing about this quarter.
The most prominent words are quality of care, parent carer and mental health.
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Where we have shared our insight

During this quarter we have shared carer insight (key themes and carer experiences) in the

following meetings as part of our ‘what we've heard’ regular insight sharing meetings.

e Preston partner network meeting — January 2025

e Carers action group — January 2025, March 2025

e Surrey Heath dementia community meeting — January 2025

e Farnham Hospital — February 2025

e Older persons network meeting — February 2025

e Surrey Heartlands Provider Quality and Safety Oversight Group — February 2025

e Horley health and wellbeing neighbourhood meeting — March 2025

e SW Carers network meeting — March 2025

e Carers Partnership Group — March 2025

e NW Surrey carers action group — March 2025

e Epsom/St Helier carers action group — March 2025

e 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.
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Where we have heard from carers

During this quarter we heard from 169 unpaid carers. The map of Surrey below shows the
number of carers we have heard from in each area of Surrey. This quarter, we have heard the
most from Surrey Heath (37) and Reigate and Banstead (30).

34 Not known
4 0ut of County

Key themes we have heard from carers from January
to March 2025

Stress and wellbeing
e Lack of support for carers
e Juggling employment, education and caring
e Challenges caring for someone with severe mental health problems
e The importance of support groups
e Transitioning to adult services at 18 years.

Stress and wellbeing

"I care for my husband and my 2 adult children... I care for all of them so what if
something happens to me? What then?... I am so stressed and I can’t cope. I'm not

really looking after my own health. How can I?”
230045, March 2025
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Lack of support for carers

“My son [in his 20s] has severe autism and still lives at home with me. I have never
been referred to any kind of help and support for myself.”
228415, February 2025

“You feel so alone and you're led to believe that you're the only family who have
these challenges. Then you go onto Facebook yourself to find help and you realise
that you're not. Coming to this group is wonderful. I don't feel so alone and I have
got some great advice and support for myself here. I had to find them myself, no
one helped me or directed me to them.”

227577, January 2025

"I hadn't received any help or support from any services until my friend told me
about Action for Carers 2 years ago. They have been so helpful. I wish I'd known
about them earlier but no one ever mentioned them to me... Not once was this

service mentioned as a support for me as her carer. So, I have coped alone with
absolutely nothing for 16 years.”

227788, January 2025

Juggling employment, education and caring

Carers have told us about the challenges of juggling paid work with their caring
responsibilities.

I've just given up my job as I can't carry on caring and working too... I'm trying to
think about his future as I won't be around forever... I'm just burnt out and
exhausted and that's why I had to give up work.”

228415, February 2025

“I'm a carer for my son... I'm not registered as a carer as I work full time. I run my
own business. I can't work during the day [as I'm caring for my son] so I have to
work in the evenings and late into the night.”

231015, March 2025

“I'm now having to give up my job as caring for my husband and juggling working
too is too much. He does attend a day centre and we have respite care through
Crossroads Care but I'm at work when he is looked after and then on my days off, I
have him. So, it's not really a break.”

227119, January 2025
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“I have been a carer for my wife for nearly 20 years. She has various mental health
issues. I've had to take early retirement to look after her and I must say that every
day is difficult and challenging.”

227788, January 2025

We have also heard from young adult carers about the challenges of managing their
education and future plans alongside their caring roles.

“It's my role to help look after mum and my brother and sister. It's what I do.

At the moment [ would say that I have a good life balance. I have my own
transport and so can go out. I don’t tend to go far so that if mum needs me I can
be home quickly... 'm looking at what my future options and career opportunities
are now thatI'm 18.1am looking at things that will allow me to continue caring.
I'm not sure about going away to university. Maybe a local one. Mum isn't going
to get any better and she needs me to help with my brother and sister.”

230292, March 2025

Challenges caring for someone with severe mental
health problems

"I do feel that there is a gap in the care system for support for parent carers who
are caring for adult children with psychosis... We are a neglected group. Specialist
support is needed... They need to listen to us as carers who know him best and
can see the signs. Crises could be avoided time and time again, if we were listened

to and early support given. It's just so frustrating.”
227787, January 2025

Importance of consistent support

“My daughter [in her 20s] has multiple issues and very complex mental health
problems... It's been so, so difficult and I am exhausted by it all. I'm still managing
to work but I'm on alert all the time in case she calls. I'm lucky that she allows me
to be involved in her care... She didn’t see the same doctor and this is a problem
because of her autism. She needs consistency in her treatment. The home
treatment team have finally got it and now send the same person.”

227962, January 2025

“My son has severe mental health issues... He never sees the same doctor when he
is admitted to hospital. Each ward round it's a different one. How can a patient and
us as their carers get any consistency with treatment if we keep having to repeat
ourselves? How can the doctor notice any changes if they don't see the same
person twice? I tell them about the changes that I can see but they ignore me.”
227959, January 2025
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Difficulties caring for adults with severe mental health

“I'm a carer for my adult son [in his 40s]. All the help I've tried to get and all the
agencies I've involved, it's all come to nothing... He's really gone downhill. He just
says to me that he is not well. T am very stressed. I don’t have permission to speak
on his behalf health wise. He needs to see the consultant tomorrow. I don’t know
how we will get him there. I haven't seen him for 2 weeks as he is in such a bad
state he doesn’t want to see me. He doesn’t want to see anyone. He isn't eating or
looking after himself. He doesn’t want to live in this world anymore. He's now not

taking his medication either. He won't go out, he is frightened.”
228063, February 2025

“When they are over 18, you have no say. He's going to all these different places
but we don’t know anything. This is why things fall through the gaps... He refuses
to work and hasn't worked for 3 years... He lives at home. Everything is a no. It's a
no to every single thing. The social worker came last week to see him. I asked him
how it went, he said fine. I asked if she was coming again. He said he didn't know. I

can't follow this up or help as no one tells us anything. How can I help him?”
228065, February 2025

"My son, who has severe mental health issues, was recently sectioned but was then
moved to a private hospital that takes NHS patients when beds are needed. There
was no consultation with me as his carer and mother. I had been to see him the
day before and there was a ward round and no one mentioned it to me then...
received a call on the morning to say that this was happening and no explanation
as to why. It took me completely by surprise... It's a longer journey and there was

no consideration for how I could continue to visit.”
227959, January 2025

Struggles to access respite care

"Of course we don't have respite care. How could we? There is nothing out there
to support him or us and we can’t go away and have a break. Being a carer of

someone with severe mental health problems is a 24/7 job.”
228063, February 2025

“There is no respite for carers like me. My son wouldn't have carers in. I did leave
him once and... he tried to kill himself. So obviously I can't go away. It's just life

isn't it? I don't know what I'd do with a break. I'd just be worrying about him.”
228065, February 2025

Importance of support groups

Carers have told us how vital support groups are to them.
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“I have no family support and I don’t want to burden my friends. Those who don't
have neurodivergent children just don’t understand and so that's why this group is
great. When you're dealing with caring all day, it's rare to find friends who get it.
You do tend to gravitate towards those who have neurodivergent children
themselves. They get it as they're in the same situation. Although you don’t want
to always burden them as well. They are dealing with challenges and issues
themselves. Groups like this are here so we can all talk about our problems and we
all know that we can share openly and not be judged. I don’t want to be constantly

moaning to friends and so I know I can come here and do that.”
227577, January 2025

“This group is still the backbone of my support. I have not found a similar group
for carers for people with mental health problems... I still come back here to this
group every time they meet as we are long term friends... This group has really
helped our mental health.”

230674, March 2025

Need for specific carer groups

Carers expressed the need for support groups with carers who are caring for people with
similar needs.

"We don't want to be with parent carers who aren't like us. Parent carers with
children under 18 or without mental health problems just aren't like us and don't
have the same issues. We need support groups that are relevant to the carer.”
230668, March 2025

"We don’t want groups with parents who have children under 18. We need groups
that are for people who are caring for people with similar problems. Being a
mental health carer is completely different to most other caring roles.”

230669, March 2025

"My wife attends a lunch group for carers with adult children with psychosis and
finds this extremely useful and a great support. This started from a parent not
being able to find a psychosis specific group as it just was lumped in with all the
other mental health conditions and it's just not the same. It's run by volunteers

and is an invaluable source of support.”
227787, January 2025

Young adult carers have told us how they would like support groups which are specifically for
carers of a similar age.

“Tused to be with Surrey Young Carers... I liked the activities that they ran as I was
able to meet others in the same boat and I could relate to them. There doesn’t
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seem to be anything similar now that I've turned 18... I would really like more
groups and activities to enable people like me to take a step back. I'd like them to

be with people of my age as I can relate to them more.”
230292, March 2025

Carers have told us how they struggle during school holidays.

“The support group here is amazing and a lifesaver. I look forward to it. They are
term timely only. It needs to be every 2 weeks. There is no judgement here.”
231016, March 2025

“The 6 weeks in the holidays without this group is so long. It needs to be more
often. Once a month isn't enough. There is no support out there when the group
isn't on.”

231015, March 2025

“[Carer for autistic son] I haven’t had a break from him and I'm dreading the

holidays coming up as I would like some time to myself as it's exhausting.”
231033, March 2025

Transitioning to adult services at age 18

Once again, we have heard from carers who are concerned about the transition from children
to adult services for their cared for.

“Physically he is now tall but mentally he is an infant. Adulthood is not far away for
him in terms of age but I'm petrified. 'm going to lose so much help when he
turns 18. He is never going to be like other 18 year olds. He has no understanding

of the real world and he is never going to be independent.”
231016, March 2025

Valued support for carers

"Space2BYou has helped to keep my sanity and has been a lifeline.Ihad a 1 to 1
with an incredible counsellor who understood my daughter’s issues... I have been
living this for such a long time and carrying on and carrying on so having that time

for me to have a 1 to 1 with someone was just what I needed.”
227962, January 2025

“One thing that I do find helpful as a carer is that someone from Action for Carers

phones me every now and again to see how I am. That is just lovely.”
231034, March 2025
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Influence and Impact

e Giving Carers a Voice have been working with colleges to try to help them identify and
subsequently offer support to young carers and young adult carers. Guildford College are
looking to include information on what a young carer is (to help with self identification) in
their enrolment packs. Colleges have also been sent the ‘in our shoes’ training that was
developed with Surrey County Council and young carers.
https://www.surreycc.gov.uk/children/professionals/our-shoes/courses

e As aresult of Giving Carers a Voice hearing from carers about a lack of clarity around the
continence service and what it could offer in terms of options and alternatives, a leaflet
for GPs has now been produced by Surrey Heartlands in conjunction with carers and
professionals. This leaflet can be used by GPs to give to carers who request a referral to
the continence service.

e Avideo is being developed with Healthwatch Surrey to help carers understand the
Continuing Healthcare process.

e We shared carer insight with Surrey County Council to be used in the development of the
new all age carer Joint Strategic Needs Assessment chapter.

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. Below is a list of where we are visiting from April to June
2025. 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 Young Carers a Voice reports can also be found on our website page Giving
Carers a Voice: Reports - LUMINUS
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Where we are going April to June 2025

The following table shows in the first column the places and the second column shows the

dates for our planned visits in the next quarter.

Place

Surrey and Borders Partnership (SABP) mental health carers
forum with Action for Carers, Merstham

Autism bus with Action for Carers, Guildford

Carers event, East Horsley

Sunflower café, Godalming

Parent carer group, National Autistic Society, online
Stroke café, Godalming

Additional Needs showcase, Egham

Rosemary and Sage café, Cranleigh

Carers information hub, The Hunter Centre, Haslemere
SABP mental health carers forum with Action for Carers,
Leatherhead

Carers tea party, Phyllis Tuckwell hospice, Guildford
SABP mental health carers forum with Action for Carers,
Cranleigh

Please note these dates are subject to change and additional visits may be added.

Date
03/04/2025

04/04/2025
15/04/2025
17/04/2025
23/04/2025
24/04/2025
29/04/2025
09/05/2025
20/05/2025
23/05/2025

12/06/2025
16/06/2025
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Contact us

Contact us through any of the channels below.
We'd love to hear from you:

0 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




