
Recharging the batteries 

Respite options for the future 
Carer consultation January 2022 

Introduction 
Respite came top of the list of carers’ concerns in the 2021 survey of adult carers. We wanted to take a 

closer look to learn what barriers carers face in taking up current respite options. We invited carers to 

explore what brilliant would look like. 

The consultation took place via an online survey (108 respondents) and a Zoom forum (19 attended. 

Others (13) participated by phone call or email.  57% of survey respondents care for a relative aged 70 

or older, 20% care for a child under 18. 5% care for an adult aged 18 – 25. Carers who participated in the 

carers forum are either dementia (14) or parent carers (5), some care for more than one person.  

Findings 
 44% carers get no respite at all. Closure of facilities due to the lockdowns had a real impact. 

 58% carers have no financial help towards a break or respite care.  

 The biggest barrier (60%) to accessing respite is lack of knowledge about options.  

 Navigating the system can be challenging and some carers just don’t have the energy for that. 

 Current options are inadequate for families, with limited choice and availability.  

 49% would benefit from a monthly break, 51% from daytime respite, with 44% the weekend. 

 “Me time” is the top priority for carers for themselves.  

 Their most important priority for the person they care for is the quality of care. 

 59% of carers have no strong opinion about which agency should provide respite. 

Key points 
 Carers are exhausted in desperate need of some space to recharge their batteries 

 They don’t know where to turn, the system can be “harrowing” and “humiliating” to navigate 

 Respite will only be meaningful if the person they care for is treated well, as an individual – and 

if the needs of the whole family are considered 

This consultation demonstrates the central role that respite plays in maintaining the well-being of 

carers and their families. Carers have graphically expressed their needs from future respite services. 
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Why carers need respite 
Carers reported they need respite because 

 They are exhausted and need to recharge their batteries to avoid breakdown 

 They crave the freedom to “do something normal”, like seeing other family members, getting 

some sleep, running errands 

 Respite supports their physical and mental health and improves relationships, enabling them to 

have their own sense of self 

Carers gave powerful testimony of what respite means to them. 

 

What respite do carers get? 

 47 (43%) get no respite at all. 14 (13%) mentioned help from family, either regular or occasional. 

Others have respite from paid carers, day centre or residential care. 

 26 (24%) people get a few hours a week or fortnight, including time at work or when a child is at 

school. Some have only annual or occasional respite.  

 Lockdown during the pandemic impacted on respite for carers, when day centres were closed or 

other family members unable to visit. Some are still nervous. 

 Carers value consistent, reliable and timely paid care which suits the needs of their family. 

 

 

 

 

 

 

 

 

 

 

Carers comments: what respite do you get? 
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Financial support towards a break or respite care 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 58% of carers report they have never had financial support towards a break or respite care.  

 Those who have had financial support received it via a carers grant, local authority assessment, 

other source or a combination of these. 

 For some the process can be “harrowing” and others lack the energy or capacity required to 

undertake it.  

 

 

Example 

B feels very isolated and gets no break, except for J's once a week visit 

to a day centre. When he is home, she doesn't get any time or space to 

herself as he is constantly by her side. When out together, he "says silly 

things" to people including children - police have been round - so she 

would prefer to avoid that too. B is a social person so that’s hard for 

her. Her son in Northampton took her away for a week to Lanzarote 

before New Year, and helps around the house.  

58%

31%

8% 6%

31%

No Yes - a
carers grant

Yes - local
authority

carers
assessment

Yes - local
authority

needs
assessment

Yes - Other

0%

10%

20%

30%

40%

50%

60%

70%



4 
 

What are the top 5 barriers? 
 

 Difficulties finding suitable replacement care that match needs and the effort required are 

significant barriers 

 The main barrier by far to accessing respite is lack of knowledge about options.  

 Nearly 30 % of carers recognize that their own feelings are a barrier to taking up respite.  

 

Carers comments: barriers 

 

Priorities for carers (top 3) 
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49% say they would benefit most from a monthly break. More than 50% prefer daytime respite, with 

44% preferring weekend. 

 

Priorities for the person with care needs (top 3) 
 

 

 

 

 

 

 

 

 

 

 

 

I am very fussy but wouldn't you be if you were looking for help with your own family???? 

 

 

 

 

 

 

 

 

 

 

 
 

 

Example 

J now cares for two, not four, people in the family home that has been 

adapted for them. She has taken on a self-employed carer five days a 

week, with the local authority contributing towards the cost of some of 

these hours. The sitting vouchers she was at first offered were generous 

but don’t cover the personal care – and, in any case, not one provider 

on the list could provide a sitter. She asked for a change and was given 

carer support from the council.  

J feels secure that her family members are cared for when she is not 

there. This means she can go out every day with a local walking group 

and to a gym. It’s taken a long time to be assigned these resources and 

she’s had to be on the ball and calculate her finances very carefully. For 

her, the system has worked well.  
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Future respite options (top 3) 

 

 

 

 

 

 

 

 

 

 

 

 

 

The top three type of respite provision carers would like to see in the future are 

1. Community support or group based activities. 

2. An affordable holiday break just for the carer. 

3. Local breaks. 

59% of carers have no strong opinion about which agency should provide respite.  

Carers comments: ideas for future provision 

Conclusions 
Respite remains a fundamental concern for carers. Access to good quality respite care would support 

their own wellbeing and benefit their families. Without this, they are unable to recharge their batteries 

and are in danger of breakdown. 

Every family has different requirements for respite care. Carers value provision that is tailored to their 

family’s needs and is timely, consistent and reliable. The pandemic and the challenges in the care 

provider sector have a massive impact on unpaid family carers.  

Significant areas to consider: 

1. Carers need support to take up respite options, in the first instance, understanding how respite 

can help them and having “permission” to take it.  

2. Carers would benefit from information about the range of current provision so that they can 

make choices that suit their family’s needs. CiB will address this. 

3. Carers want community support and group activities and affordable holidays just for them. 
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Moving forward 
This consultation has lessons for decision makers and service providers at national and local level, not 
least reaffirming the lived experience of carers.  
  
Carers in Bedfordshire will advocate for carers’ needs for accessible and individualised respite services 
that give them choice and reliability and support their wellbeing.   
  
We would like to thank the carers who participated in this consultation for their time and for sharing 
their lived experiences.  
 
 

Published March 2022 
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Further information 
Carers’ breaks and respite care - NHS 

Taking a Break – Carers UK 

Carers comments 

What does “respite” mean to you? 

 It’s getting back a sense of self, time to look at my own emotional wellbeing. 

 I just go and go and go, then crash and end up in hospital. Not having the responsibility 24/7 

 Me time, time to breathe. 

 A short break from 24 hour physical, mental and emotional caring for yourself and the one you 

care for. 

 To close my eyes for a couple of hours in a room and sleep. 

 What it doesn't mean is put someone in a home for a day or two.  To me it means being able to 

go out for a while on my own or even going out with my Mother with a Carer to support us so 

that I can enjoy being out with my Mum as a Mum and not as a patient I care for. 

 Being able to turn off from everything, relax and get some quality sleep. Being able to go out 

with my husband without clock watching and find our laughter again. 

 Freedom to do what I want to do. 

 Respite for both sides. My child and for the family. A chance for my child to do things away from 

us and become more independent and time for the rest of the family to do things away from our 

caring duties. 

 “It gives me some time to do the housework such a Vacuuming or Laundry. and I can turn the TV 

& radio OFF to get some peace”. 

 

What respite do you currently get? 

 When my son is at school but depends if I have paperwork to do, emails for intervention and 

chase up anything else to do with my son’s EHCP and services while he is at school. 

 3 hours every Sunday between 10 and 1  from a PA / carer. On a never ending waiting list for 2 

nights respite a month. Been approved for this at least 18 months and on Foxgloves waiting list 

ever since. 

 Entitled to six weeks through social services but has to be taken in two week slots and they can’t 

always guarantee the space so we are unable to book time away in advance around our work 

schedules. 

 A little while a family member sits for me so that I can relax 

 6 hours one day a week at a Day Center; 2 nights once a month he goes to his daughter or son 

 At the minute my sister is over from Australia for 6 weeks so I have space. 

 “now with covid there is nowhere safe to go with the virus, and would be worried people coming 

into the house , my last Holiday was four years ago ! I've not been out anywhere only to hospital, 

as I have heart and Lung problems and asthma myself, so it's not easy , so I am here every day , 

and can't visit friends” 

https://www.nhs.uk/conditions/social-care-and-support-guide/support-and-benefits-for-carers/carer-breaks-and-respite-care/
https://www.carersuk.org/help-and-advice/health/looking-after-your-health/taking-a-break
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 I have been given vouchers four hours per week, came too late for my hospital appointments so 

have never been used 

 I have been given Sitting Vouchers to use by Social Services.  The only problem is that no one on 

the list they gave me has any space to take on anyone new at the moment. As I have two people 

to care for when the Carer helps with one I usually have to stay and look after the other.  My 

current situation is therefore a bit difficult. 

 I get 2 hrs a week but during that time I’m having to do a 30-minute drive back home after 

dropping him off 

 I only got help once my husband was palliative and under Moggerhanger. They sent night carers 

so I could go back upstairs to sleep in my own bed and not next to him on a camp bed downstairs 

 

Barriers to accessing current respite options  

 It was a big leap to 'LET GO' no one will look after your spouse etc like you. 

 It’s degrading to admit you can’t cope. 

 I’m too exhausted to ever focus on my needs, I’m drowning but feel I can’t swim to sort it.  

 

 

A selection of ideas from carers for future respite provision 
 

 The benefits of any break evaporate as soon as she kicks off. A "respite flying squad" is what 

would help me most. DISS have been helpful but they are spread a bit thin. 

 Over the years I have increasingly found the internet, a good source of information and ways to 

cope with new situations, it’s all ways open, day or night, I wish I had found some of the sites 

years ago.     

 Really helpful is to have more options of activities that are available for young people with a 

variety of needs. 

 All the different counties dial a ride facilities do not offer out of area drop off even just for 

respite, which is awkward when wheelchair access is required. 

 Directly employing your own carer + male carer. 

 The PCNA offer is not clear in central beds. Most unpaid parent carers do not know what they 

are entitled to and when they do get an assessment there is a “done to“ approach.  

There is a lack of flexibility with what is offered re PCNA - 4hrs a. Month seems to be. Standard 

offer but doesn’t meet every persons need - this equates to approx £400 PA - I’d rather have the 

£400 and go away for a weekend to have a complete break. 

 Returning to a familiar place can be helpful. 

 Recommendations for various places and providers. 

 

Survey charts available on request quality@carersinbeds.org.uk  

mailto:quality@carersinbeds.org.uk

