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Introduction  

This paper provides the results of the annual Adult Social Care Carers Survey which was sent 

to a random selection of carers over the age of 18, between October and December 2016. The 

survey is a national initiative by the government (mandatory since 2012).   This is the third time 

that Brighton and Hove Council have undertaken the survey.  

The aim was to seek views and opinions of carers in the city to find out more about whether 

services are helping them in their caring role and their life outside caring, and also their 

experience of services provided to the cared for person.   

By ‘Carer’ we mean someone who looks after a partner, family or friends in need of support or 

services because of frailty, physical or learning disability or illness, including mental health 

issues and substance misuse. 

The main purpose of the survey is to provide assured, benchmarked local data to support local 

services in considering ways of improving outcomes in a very challenging financial climate. The 

survey is constructed so that an individual outcome can be disaggregated into constituent 

groups. This means that, as well as providing an overall quality of life index, the survey provides 

intelligence on whether specific groups experience better outcomes, whether services are 

meeting all outcome needs, and in time, the value added by social services. 

The Survey Process 

We worked with our partners in the voluntary sector to promote the survey and to ensure they 

were in a good position to support carers if they required assistance completing the survey.  

Brighton and Hove sent 748 surveys out by post; 325 were returned. This was a response rate 

of 43.3% (above the minimum required of 40%).  

In addition to analysing feedback from the 325 responses, the Carer Support Team also 

undertook follow up calls with 32 respondents whose comments or answers to specific 

questions prompted immediate contact or review.  

Some of the outcomes of these contacts included: provision and signposting of information, 

advice on respite options & financial assessments; checking that carers were on the review 

system; referrals to specialist teams for action and allocations to carer’s team for further 

assessment.  

Summary overall performance 2016-17 

Adult Social Care Outcomes Framework:  

The Adult Social Care Outcomes Framework (ASCOF) focuses on promoting better outcomes 

and experiences for people who use care, and carers; measuring how well care and support 

delivers the outcomes that matter the most to people. Each Local Authority is assessed by the 

Department of Health in a number of different areas and the table below illustrates Brighton & 

Hove Adult Social Care Service’s performance over the last three years. 
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There has been a dip in performance across all key ASCOF Carer indicators this year, following 

an improved performance 2014-15. We are currently awaiting data from NHS Digital which will 

allow us to show comparison to national and comparator group performance in the table below.   

  
2012-13 2014-15 2016-17 2016-17 2016-17 2016-17 

Weighted Results  

BHCC BHCC BHCC 

BHCC 

Quartile 

position 

Comparator 

Group Top 

Quartile 

England 

Top Quartile 

Carer reported 

quality of life 

Outcome 1 D 

 

7.8 

 

 

8.2 

 

7.5 TBC  TBC TBC 

Proportion of carers 

who reported that 

they had as much 

social contact as 

they would like 

Outcome 1I2 

 

34.1% 

 

 

42.6% 

 

34.4% TBC TBC TBC 

Overall satisfaction 

of carers with social 

services 

Outcome 3B 

Not 

collected 

at this 

stage by 

NASCIS 

 

45.7% 

 

41.4% TBC TBC TBC 

The proportion of 

carers who report 

that they have been 

included or 

consulted in 

discussions about 

the person they care 

for  

Outcome 3C 

 

68.8% 

 

 

74.0% 

 

 

70.1% 
TBC TBC TBC 

The proportion of  

carers who find it 

easy to find 

information about 

services 

Outcome 3D2 

72.1% 

 

68.7% 

 

64.1% TBC TBC TBC 
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Background information 
Since the previous Carers Survey in 2014, there have been a number of national and local 
developments aimed at supporting unpaid carers. 
 
National Developments 
 
In April 2015 the Care Act 2014, was implemented nationally, and provided greater rights for 
carers. Under the legislation carers have the same rights as the people they care for; they can 
have their own assessment, support plan and a direct payment if applicable to meet their 
eligible needs. Carers have a legal right to request an assessment of their own needs, and 
following the assessment, local authorities can provide support according to the needs and the 
impact of caring identified by the assessment.  If both the carer and the person they care for 
agree, a combined assessment of both their needs can be undertaken. The Act introduced a 
separate eligibility criteria for carers that focuses on impact of caring on carer’s wellbeing.  
 

Additionally, in 2014 the National Carers Strategy had a second action plan published for 2014-
2016, which set out four priority areas for the Government - identification and recognition; 
realising and releasing potential; a life alongside caring; and supporting carers to stay healthy.  

 

In the same year NHS England published plans which reinforced the importance of supporting 
carers, and created 37 commitments, (under the Commissioning for Carers programme) based 
around 8 key areas: 

 Raising the profile of carers  

 Education, training and information  

 Service development  

 Person-centred, well-coordinated care  

 Primary care  

 Commissioning support  

 Partnership links  

 NHS England as an employer  
 
In 2015 NHS England developed a national toolkit, to support Local Authorities and Clinical 

Commissioning Groups to support carers through a Memorandum of Understanding - An 

integrated approach to identifying and assessing Carer health and wellbeing.  The toolkit 

document addresses the context in which Carers health and wellbeing needs are identified, 

assessed, and supported, in light of legislative changes - the Care Act 2014 and the Children 

and Families Act 2014 - promoting more effective working together between Adult social care 

services, NHS commissioners and providers, and third sector organisations that support Carers, 

of all ages, with a specific focus on the development of integrated approaches; specifically to 

improve the identification, assessment and support of Carers and their families across health 

and social care. 

 

 

 

 

http://www.carersuk.org/help-and-advice/practical-support/getting-care-and-support/care-act-faq?gclid=EAIaIQobChMI_pns5cDr1AIVhBwbCh04lgVbEAAYASAAEgJ5X_D_BwE
http://www.lgiu.org.uk/wp-content/uploads/2014/11/Carers-strategy-second-national-action-plan-2014-16.pdf
https://www.england.nhs.uk/ourwork/pe/commitment-to-carers/carers-toolkit/
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Local Developments 

Locally, Brighton and Hove have responded to both the outcome of the previous Carers Survey 

and the national developments through a range of initiatives. This includes in 2016, the 

development of a joint Local Authority and Clinical Commissioning Group Carers Strategy – 

Think Carers, supporting carers through an increasingly carer friendly city – which built on much 

of the work piloted through the Supporting Carers Programme (2013-2016) within the local 

Better Care Plan. The Carers Strategy bought together a range of information regarding carers, 

and identified five priorities to improving the local response to carers. As part of its evidence 

base it utilised the Carers Rapid Needs Assessment which was completed by Public Health in 

2016. The Needs Assessment analysed key data and made recommendations regarding 

monitoring the outcome of services for carers, and focusing support to “higher risk or priority 

groups”, including – Young Carers; Older Carers (over 75 years old); Carers of people with 

mental health needs. 

The results of the 2014 ASC Carers Survey provide a mandate for the Carers Strategy to 

ensure that the views of adult carers are being heard and acted upon.  The 3 key areas 

identified for improvement by the recent survey - Having the information I need, when I need it; 

Keeping friends, family and place; and My support, my own way.  

The Carers Strategy identified five priorities: 

 

The Carers Commissioning Intentions were approved by the local Health and Well Being Board 

in July 2016, and responded to the identified priorities through the development of a local 

Carers Hub – a ‘one stop shop’ for supporting carers, as referenced within the Carers Survey. 

 

 
 

 

http://www.bhconnected.org.uk/sites/bhconnected/files/Carers%20Needs%20Assessment%202015-16.pdf
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Key themes and Associated work streams/ actions 

1. Information & advice   

Having the Information I need, when I need it 

Themes 

- Different experience of information provision, some good, but some not so good, which 

has been a barrier to accessing support or services for some 

- Different requirements in relation to information provision- some wanting to access 

information on-line, other people wanting leaflets or direct advice. 

- Some people reporting they didn’t have the IT skills to access information on-line 

- People asking for a more joined up approach to information provision 

- People reporting that they are not sure what support or advice is available to them 

 

Associated work streams and actions: 

 We have joined up with a national organisation called Carers UK to offer a range of 
digital (online) resources providing information, advice and e-learning for carers available 
at www.brighton-hove.gov.uk/CarersUK 
 

 We have been working closely with a local organisation called Citizens Online to help 
promote the range of online resources available to carers and to encourage people to 
access the wide of support that is available locally to improve their skills in using 
technology and the internet so that they can benefit from the support available online 

 

 We have produced a new information booklet for carers in Brighton & Hove, in 
partnership with carers and key local organisations involved in supporting carers and 
have made copies of these available to GP practices, pharmacies, hospitals, libraries, 
mental health services and locals organisations. This includes information about carer’s 
assessments & local support services, as well as tips from carers about looking after their 
own health & wellbeing and should make it easier for carers to find information and 
advice. 

 

 We have had online carers’ self-assessments available since March 2016 which provide 
another route for carers to access a carer’s assessment and allows carers to start their 
assessment in their own time. We are continuing to develop the online assessment and 
the social care information pages on the council website with colleagues in the Digital 
First team using feedback from carers  

 

 We have developed a process with support from our administration team to ensure that 
carers are contacted for annual reviews which should ensure that carers receive timely 
advice and support as their caring role changes  

 

 We have had a carer support worker based with Access Point to support Access Point 
staff with developing their knowledge of the needs of carers and support available to 
meet their needs; this worker also offers induction visits to new members of staff from 
across the assessment service such as social workers, occupational therapists and 

http://www.brighton-hove.gov.uk/CarersUK


7 
 

students to help ensure that all new staff are aware of their responsibilities in relation to 
identifying, assessing and supporting carers 

 

 We are currently reviewing our carers assessment and support plans to try and ensure 
that these are useful tools for carers in understanding what support has been offered or 
put in place to meet their needs, along with any information and advice that the assessor 
in relation to reducing the development of needs in the future 

 
 We are currently commissioning the Carers Hub, which will have a dedicated phone line, 

website and email to enable all carers (adult carers, young carers and parent carers) to 

access information and advice. Tier 1 will provide a range of information, and will be able 

to triage carers through to either Tier 2 targeted carers services or Tier 3 Carers 

Assessment and Support Service.  

2. Active and Supportive Communities 

Keeping Friends, Family and Place 
 
Themes: 

 
- Positive feedback on a range of carers support services including:  

The Carers Centre, the Access Point, Carers Support Workers, the Carers Grant,  the 
Carers Card, Counselling/MBCT (Mindfulness-based Cognitive Therapy), Roffey Park 
Carers break, the carers register, the back care support worker, Crossroads ‘sit in’ 
service praised for enabling carers relief to attend appointments; and the benefits of 
Respite holidays   

- Some people reported that they had difficulty accessing the Carers grant this year 

- Some people reported that they felt the Carers Card could be extended to include access 

to more services 

- A number of people had a Carers Card but they didn’t use it, as they said they were not 

sure what it was for 

- The Emergency back-up scheme was considered very useful  

 
Associated work streams and actions: 
 

 Through the Carers Strategy ASC and the CCG are committed to continuing to 

commission a range of support and activity groups for carers, provided in the third sector 

and statutory sector, and we will continue to promote groups, activities and support for 

carers. 

 

 We introduced carers personal budgets as an option to meet carers assessed, eligible 
needs following a carers assessment in line with our responsibilities under the Care Act. 
BHCC previously had a carers grant that was used in a similar way to personal budgets 
and it is clear from the feedback we have received from carers who have previously 
accessed the carers grant that they are not clear on how or why this has changed. In 
response, we will look at producing clearer information for carers around eligibility for 
carers budgets and how these are different to the previous carers grant that we used to 
make available 
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 We are currently exploring the option of merging the Emergency Back-Up Scheme and 
Carers’ Card scheme in order to focus on supporting carers to have a robust plan in 
place for emergency situations when they are temporarily unable to care and to benefit 
from the wide range of discounts on local services available to carers in the city using 
their Carers’ Card.  
 

 We are also planning to improve the renewal process for Carers’ Cards and improving 
access to information on where the Carers’ Card can be used. As an interim measure, 
we have developed an online application process so that carers can apply online for their 
Carers’ Card.  

 

 We have also made printed copies of the Carers’ Card offer leaflet available to those who 
do not have access to the internet however this quickly goes out of date as we develop 
new offers so we are keen to continue supporting carers to improve their digital skills as 
far as possible 

 

 We are commissioning the Carers Hub, which will enable carers to more easily access 

and renew the Carers Card, and other dedicated carers services. The Carers Hub will be 

able to signpost carers to a range of resources, as well as providing locality based peer 

support groups. 

 

 

 3. Flexible and integrated care and support   

My support, my own way 

Themes:  

 People who have accessed support services reporting what a positive difference this has 
had on their well being 

 Carers not recognising the services they had accessed a specific carers services that 
BHCC fund/organise – there were a large number of carers who had accessed the carers 
personal budget, Carers’ Card, cover for health appointments or support from 
commissioned services, which they do not recognise as Adult Social Care funded 
services.  

 People struggling with multiple caring roles and the balance of maintaining employment 

 Reduction in the number of people reporting to feel they have encouragement and 
support in their caring role and an increase in people reporting to have no 
encouragement or support. 

 A number of references to the impact that the re-design of day services (closure of 
council run Tower house day service) in the city has, had on carers.  

 Appreciation  from carers of the pressures the NHS and social care are under 

 People valued  the role of their GP in supporting them to navigate support services 

 Overall reported increase in dissatisfaction with services- It was clear in some cases 

individual reported dissatisfaction with ‘carers support and services’, was influenced by 

the experience their ‘cared for person’ had, had of other related NHS and BHCC 

services. Further detailed analysis would need to be undertaken to disentangle these 

experiences. 
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Associated work streams and actions 

 Develop the support planning process to ensure carers recognise the services they 
access are funded/organised by BHCC to help raise the profile of our contribution 
 

 Brighton & Hove City Council has joined Employers for Carers so that staff with caring 
responsibilities, and managers can access information and advice on how to manage 
caring and employment and we are encouraging local businesses to do the same 
 

 We have 2 carer support workers based in the Royal Sussex County Hospital who are 
working hard to help raise awareness of the needs of carers across the hospital and who 
are supporting carers as part of the hospital discharge process 
 

 Possability People have recently undertaken a review from the service user and carer 
perspective of the impact of the closure of Towerhouse day centre 16 month post 
closure, with the purpose of ensuring people have found suitable solutions. This report 
will be available to be shared later in the summer 2017.   
 

 The Carers Hub (to be implemented autumn 2017) will provide a ‘one stop shop’ for 
carers, and will be instrumental in promoting carer awareness (and the related support 
services) across the City, from health services to employers. This will hopefully enable 
carers to access support at as earlier time as possible, so potential reducing any 
negative impacts.  
 

 The Carers Hub will have a dedicated Carers Primary Care Worker who will be 
responsible for  promoting the awareness of carers, ensuring that services are ‘carer 
friendly’, as well as developing mechanisms which enable GP surgeries to easily refer 
carers for support from the Carers Hub. 
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Future plans  

The 2014 Carers Survey results have directly influenced the development of locally 

commissioned services for carers, both within the voluntary and statutory sectors. Under the 

Supporting Carers Better Care Programme we have piloted a number of initiatives, which 

include dedicated Carer Support Workers; Information and Advice Services; Carers Reablement 

Service; Homebased Respite Services to enable carers to attend health related appointments, 

and we are currently in the process of galvanising this support through the creation of a Carers 

Hub. The Hub will provide a 3 Tiered response.

 

The Carers Hub will be a beacon for those seeking support, either directly as a carer, or those 

working with a carer. It is anticipated that the Carers Hub will be implemented during autumn 

2017. There will be mechanisms to ensure carers are involved in the development of the 

service. 

Additionally, the multi-agency Carers Strategy Group will evolve to both ensure the continued 

development of the Carer Strategy priorities and provide a steering group for the Carers Hub. 

Support for Carers will continue to be defined and developed within the local  Caring Together 

Plan.   The outcome of the 2016 Carers Survey will directly form part of the Carers Strategy 

Action Plan, and is essential in ensuring that the voice of carers are heard through the 

development of services and policies. 

Next steps 

The survey is an important resource for Brighton and Hove City Council in understanding and 

evidencing what has achieved for carers. The feedback that has been collected through this 

survey is being shared with a network of people and services to inform their view of carers’ 

experiences of current service provision and to inform service development and improvements. 

The Carers Commissioner, Carers Service Manager and Carers Strategy Group will work 

together to support the delivery of the work streams and association actions identified above.   

Tier 3: Carer Assessment and 
Support Service - ASC Carer 

Support Workers 

Tier 2: Carer Targeted Services - Carers 
Peer Support; Young Carers Project; 

Carers Reablement; Carers Information 
and Support for carers of people with 

dementia; Homebased Respite to enable 
carers to attend health related 

appointments.  

Tier 1: Information and Advice and Carer Awareness - 
information phoneline; website and email contact; and a 

dedicated programme of carer awareness raising. 
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Appendices- Full details of feedback 

Overall satisfaction 

1. Overall, how satisfied or dissatisfied are you with the support 

or services you and the person you care for have received from 

Social Services in the last 12 months? 

 

 
Percentages 

    

Overall, how satisfied or dissatisfied are you with 
the support or services you and the person you care 
for have received from Social Services in the last 12 
months 

2012-
13 

2014-
15 

2016-
17  

Number 
Returned  

Change 
since 

2014-15 

We haven’t received any support or services from 
Social Services in the last 12 months 

20.0 17.6 24.8 
 

78 
 

+7.2 

I am extremely satisfied   10.1 11.8 13.3 
 

42 
 

+1.5 

I am very satisfied  19.4 26.0 17.8 
 

56 
 

-8.2 

I am quite satisfied  28.7 22.9 21.3 
 

67 
 

-1.6 

I am neither satisfied nor dissatisfied  12.2 13.3 11.7 
 

37 
 

-1.6 

I am quite dissatisfied   4.9 3.1 4.4 
 

14 
 

+1.3 

I am very dissatisfied  2.9 3.4 2.9 
 

9 
 

-0.5 

I am extremely dissatisfied  1.7 1.9 3.8 
 

12 
 

+1.9 

 

There is a statistically significant shift, with a decrease in the number of people reporting to be 
very satisfied with the support of services from social service in the last 12 months. Overall, 
 69 % were satisfied and 31% were dissatisfied.  
 
Analysis of user surveys suggests that reported satisfaction with services is a good predictor of 
the overall experience of services and quality. 
 

20.0 

10.1 

19.4 

28.7 

12.2 

4.9 

2.9 

1.7 

17.6 

11.8 

26.0 

22.9 

13.3 

3.1 

3.4 

1.9 

24.8 

13.3 

17.8 

21.3 

11.7 

4.4 

2.9 

3.8 

We haven’t received any support or services from 
Social Services in the last 12 months 

I am extremely satisfied

I am very satisfied

I am quite satisfied

I am neither satisfied nor dissatisfied

I am quite dissatisfied

I am very dissatisfied

I am extremely dissatisfied

2016-17

2014-15

2012-13
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There is also a notable shift in the number of people who have reported “We haven’t received 

any support or services from Social Services in the last 12 months”. 

 Interestingly further analysis revealed that of those people who reported “We haven’t received 

any support or services from Social Services in the last 12 months”, a significant number of 

these people had actually received support, as set out below:  

Type support /service No. of people  

Respite 5 

Direct Payment only 7 

Part Direct Payment 0 

CASSR Managed Personal Budget 5 

Information, Advice and Other Universal Services / Signposting 63 

 

It is clear that a number of people did not understand that the support they had actually received 

was from Social Services, as often this support was provided by agencies commissioned by 

Adult Social Care (Universal Services). 

About your needs and experiences of support 

1. Have you used any of the support or services listed below, to help 

you as a carer over the last 12 months? 

 

 

 

 

 

146 (50%) 

81(25%) 

11 (3%) 

13 (4%) 

197 (61%) 

63 (19%) 

50 (15%) 

30 (9%) 

22 (7%) 

26 (8%) 

44 (14%) 

14 (4%) 

1 (0.3%) 

2 (0.6%) 

20 (6%) 

Information & Advice

Support from carers groups / talk in confidence

Training for Carers

Support to keep you in employment

The Carers Card

Emergency Back-up Scheme

Offered support with respite (i.e. holiday)

Counselling/MBCT (Mindfulness-based Cognitive…

Roffey Park Carers break

Carers personal budget

Carers support worker

Back care support worker

Carers Digital Offer e.g Jointly app

Carers reablement service

Cover for carers health appointments
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2. Has the person you care for used any of the support or services 

listed below in the last 12 months?  

 

The impact of caring and your quality of life 

3. Which of the following statements best describes how you spend 

your time? 

 

 

 

28 (8.8%) 

49 (15.5%) 

39 (12.3%) 

30 (9.5%) 

80 (25.2%) 

51 (16.1%) 

9 (2.8%) 

12 (3.8%) 

180 (56.8%) 

110 (34.7%) 

16 (5%) 

Support/services allowing a break from caring at short notice/emergency

Support/ services allowing a break from caring for 24 hours +

Support/services to allow you to have a rest from caring between 1 - 24 hrs

Personal Assistant

Home care / home help

Day centre or day activities

Lunch Club

Meals Services

Equipment / Adaptation

Lifeline Alarm

Permanently in Residential care home

18.2 

66.0 

15.8 

25.5 

63.7 

10.8 

18.8 

64.5 

16.6 

I’m able to spend my time as I want, doing 
things I enjoy or value  

I do some of the things I value or enjoy with
my time but not enough

I don’t do anything I value or enjoy with my 
time  

2016-17

2014-15

2012-13
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Which of the following statements best 
describes how you spend your time? 

2012-
13 

2014-
15 

2016-
17  

Number 
Returned  

Change 
since 

2014-15 

I’m able to spend my time as I want, doing 
things I enjoy or value  

18.2 25.5 18.8 
 

78 
 

-6.7 

I do some of the things I value or enjoy with my 
time but not enough   

66.0 63.7 64.5 
 

196 
 

+0.8 

I don’t do anything I value or enjoy with my 
time  

15.8 10.8 16.6 
 

41 
 

+5.8 

 

There is a notable shift with less people in 2016-17 reporting to be able to spend their time 

doing the things they value and enjoy. 

4. Which of the following statements best describes how much 

control you have over your daily life? 

 

Which of the following statements best 
describes how much control you have over 
your daily life? 

2012-
13 

2014-
15 

2016-
17  

Number 
Returned  

Change 
since 

2014-15 

I have as much control over my daily life as I 
want  

24.6 27.7 24.8 
 

78 
 

-2.9 

I have some control over my daily life but not 
enough   

62.0 62.0 62.2 
 

196 
 

+0.2 

I have no control over my daily life  13.3 10.3 13 
 

41 
 

+2.7 

 

There is a marginal shift with less people in 2016-17 reporting to have as much control over my 

daily life as I want. 

 

24.6 

62.0 

13.3 

27.7 

62.0 

10.3 

24.8 

62.2 

13 

I have as much control over my daily life as I
want

I have some control over my daily life but not
enough

I have no control over my daily life

2016-17

2014-15

2012-13
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5. Thinking about how much time you have to look after yourself – 

in terms of getting enough sleep or eating well – which statement 

best describes your present situation? 

 

 

Thinking about how much time you have to 
look after yourself – in terms of getting 
enough sleep or eating well - which statement 
best describes your present situation? 

2012-
13 

2014-
15 

2016-
17  

Number 
Returned  

Change 
since 

2014-15 

I look after myself 58.4 58.1 50.8 
 

161 
 

-7.3 

Sometimes I can’t look after myself well 
enough    

27.7 28.9 30.9 
 

98 
 

+2.0 

I feel I am neglecting myself   13.9 13.1 18.3 
 

58 
 

+5.2 

 

There is a notable shift with less people in 2016-17 reporting to be looking after themselves and 

an increase in people reporting to feel they are neglecting themselves.  

 

 

 

 

 

 

 

58.4 

27.7 

13.9 

58.1 

28.9 

13.1 

50.8 

30.9 

18.3 

I look after myself

Sometimes I can’t look after myself well 
enough    

I feel I am neglecting myself

2016-17

2014-15

2012-13
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6. Thinking about your personal safety, which of the statements best 

describes your present situation? 

 

Thinking about your personal safety, which of 
the statements best describes your present 
situation? 

2012-
13 

2014-
15 

2016-
17  

Number 
Returned  

Change 
since 

2014-15 

I have no worries about my personal safety  84.9 86.0 83.6 
 

265 
 

-2.4 

I have some worries about my personal safety     13.4 12.5 13.9 
 

44 
 

+1.4 

I am extremely worried about my personal 
safety    

1.7 1.5 2.5 
 

8 
 

+1.0 

 

There is a marginal shift with less people in 2016-17 reporting to have no worries about their 

personal safety and more people reporting overall to have increased level of worries. 

 

 

 

 

 

 

 

 

 

84.9 

13.4 

1.7 

86.0 

12.5 

1.5 

83.6 

13.9 

2.5 

I have no worries about my personal safety

I have some worries about my personal safety

I am extremely worried about my personal
safety

2016-17

2014-15

2012-13
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7. Thinking about how much social contact you’ve had with people 

you like, which of the following statements best describes your 

social situation? 

 

Thinking about how much social contact 
you’ve had with people you like, which of the 
following statements best describes your 
social situation? 

2012-
13 

2014-
15 

2016-
17  

Number 
Returned  

Change 
since 

2014-15 

I have as much social contact as I want with 
people I like  

34.1 42.8 34.4 
 

109 
 

-8.4 

I have some social contact with people but not 
enough      

52.6 43.7 46.1 
 

146 
 

+2.4 

I have little social contact with people and feel 
socially isolated     

13.9 13.5 19.6 
 

62 
 

+6.1 

 

There is a notable shift with less people in 2016-17 reporting have as much social contact they 

want with people they life and with more people feeling socially isolated. 

 

 

 

 

 

34.1 

52.6 

13.9 

42.8 

43.7 

13.5 

34.4 

46.1 

19.6 

I have as much social contact as I want with
people I like

I have some social contact with people but not
enough

I have little social contact with people and feel
socially isolated

2016-17

2014-15

2012-13
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8. Thinking about encouragement and support in your caring role, 

which of the following statements best describes your present 

situation? 

 

Thinking about encouragement and support in 
your caring role, which of the following 
statements best describes your present 
situation? 

2012-
13 

2014-
15 

2016-
17  

Number 
Returned  

Change 
since 

2014-15 

I feel I have encouragement and support   38.9 44.5 34.1 
 

107 
 

-10.4 

I feel I have some encouragement and support 
but not enough       

40.9 38.6 43.6 
 

137 
 

+5.0 

I feel I have no encouragement and support      20.2 16.8 22.3 
 

70 
 

+5.5 

 

There is a statistically significant shift, with a reduction in the number of people reporting to feel 

they have encouragement and support in their caring role and an increase in people reporting to 

have no encouragement or support.  

 

 

 

 

 

 

 

 

38.9 

40.9 

20.2 

44.5 

38.6 

16.8 

34.1 

43.6 

22.3 

I feel I have encouragement and support

I feel I have some encouragement and support
but not enough

I feel I have no encouragement and support

2016-17

2014-15

2012-13
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Information & Advice  

9. In the last 12 months, have you found it easy or difficult to find 

information and advice about support, service or benefits?  

(please include information & advice from different organisations, such as 

voluntary organisations and private agencies, as well as social services) 

 

In the last 12 months, have you found it easy 
or difficult to find information and advice 
about support, services or benefits? 

2012-
13 

2014-
15 

2016-
17  

Number 
returned  

Change 
since 

2014-15 

I have not tried to find information or advice in 
the last 12 months   

20.7 30.0 32.6 
 

101 
 

+2.6 

Very easy to find        13.2 13.0 8.7 
 

27 
 

-4.3 

Fairly easy to find      39.9 35.3 34.5 
 

107 
 

-0.8 

Fairly difficult to find 18.7 14.9 16.5 
 

51 
 

+1.6 

Very difficult to find  7.5 6.8 7.7 
 

24 
 

+0.9 

 

There is a marginal shift, with less people in 2016-17 reporting to have found it easy to find 

information or advice about support services or benefits. Of those people, who had tried to find 

information and advice; 64% of people reported that it was easy to find information & advice, 

with 36% reporting it to be difficult to find.  

 

 

 

 

20.7 

13.2 

39.9 

18.7 

7.5 

30.0 

13.0 

35.3 

14.9 

6.8 

32.6 

8.7 

34.5 

16.5 

7.7 

0.0 5.0 10.0 15.0 20.0 25.0 30.0 35.0 40.0 45.0

I have not tried to find information or advice
in the last 12 months

Very easy to find

Fairly easy to find

Fairly difficult to find

Very difficult to find

2016-17

2014-15

2012-13
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10. In the last 12 months, how helpful has the information & 

advice you have received been?  

(please include information & advice from different organisations, such as 

voluntary organisations and private agencies, as well as social services) 

 

In the last 12 months, how helpful has the 
information and advice you have received 
been?  

2012-
13 

2014-
15 

2016-
17  

Number 
returned  

Change 
since 

2014-15 

I have not tried to find information or advice in 
the last 12 months   

23.8 26.1 33.8 
 

103 
 

+7.7 

Very helpful        27.4 29.6 20.3 
 

62 
 

-9.3 

Quite helpful     41.9 38.9 39 
 

119 
 

+0.1 

Quite unhelpful 5.4 4.1 4.6 
 

14 
 

+0.5 

Very unhelpful  1.5 1.3 2.3 
 

7 
 

+1.0 

 

There is a notable shift with less people in 2016-17 reporting have to have found the information 

of advice they received as ‘very helpful’. However, of those people who received information 

89% felt that it had been helpful. 

 

 

 

 

 

 

23.8 

27.4 

41.9 

5.4 

1.5 

26.1 

29.6 

38.9 

4.1 

1.3 

33.8 

20.3 

39 

4.6 

2.3 

0.0 5.0 10.0 15.0 20.0 25.0 30.0 35.0 40.0 45.0

I have not tried to find information or advice
in the last 12 months

Very helpful

Quite helpful

Quite unhelpful

Very unhelpful

2016-17

2014-15

2012-13
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Arrangement of support services in the last 12 month  

11. In the last 12 months, do you feel you have been involved or 

consulted as much as you wanted to be in discussions about the 

support or services provided to the person you care for?  

 

In the last 12 months, do you feel you have 
been involved or consulted as much as you 
wanted to be in discussions about the support 
or services provided to the person you care 
for? 

2012-
13 

2014-
15 

2016-
17  

Number 
returned  

Change 
since 

2014-15 

There have been no discussions that I am 
aware of, in the last 12 months 

23.3 26.4 31.4 
 

98 
 

+5.0 

I always felt involved or consulted 27.4 34.6 28.5 
 

89 
 

-6.1 

I usually felt involved or consulted 25.4 20.1 19.6 
 

61 
 

-0.5 

I sometimes felt involved or consulted 16.5 13.5 13.1 
 

41 
 

-0.4 

I never felt involved or consulted 7.4 5.3 7.4 
 

23 
 

+2.1 

 

There is a notable shift with less people in 2016-17 reporting to have felt involved or consulted 

as much as they wanted to be in discussions about the support or services provided to the 

person they care for. However, 89% of people reported they did feel involved or consulted.  

 

 

 

 

 

23.3 

27.4 

25.4 

16.5 

7.4 

26.4 

34.6 

20.1 

13.5 

5.3 

31.4 

28.5 

19.6 

13.1 

7.4 
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2016-17
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Qualitative feedback 
398 comments were provided by carers and the quotes below have been chosen to represent the 

breadth of this feedback. These have been organised under 3 themes:   

1. Information & advice   

Having the Information I need, when I need it 

 

 

 

 

 

 

 

 

 

 

 

 

 

  

 

 

 

 

 

2. Active and Supportive Communities 

2. Keeping Friends, Family and Place  

 

 

 
 

Information and advice gained from 

literature provided and received from 

each organisation reps was very 

helpful 
 

The Carer's Centre have been very 

good with info/resources 

I was given the wrong information 

which was very upsetting 
It is nice to know I can call for 

support if needed 

Need more information; do not 

know what I am entitled to or 

what's available. 

 

Inadequate, especially financial 

support re: Carers Personal budget- 

no one seems to know how much this 

will be/when receive 

It is extremely hard to find 

information or help for mental 

health 

The Mindfulness course was very 

helpful and allowed me space to 

look at things in a different way.  

The carer’s card makes you feel 

recognised for the issues we 

face. It’s great we can use it in 

the bus now! Can its use be 

extended more? 

The social services have been really 

helpful and there is immediate 

contact; easy to access. 

 

Before I contacted the Mental Health Team & Access Point for support for mum, I felt I had the 

weight of the world on my shoulders. I was angry with my sisters who lived further away and I 

felt my own children were suffering.  

 

I was given points of contact, advice, and support. The information was practical and included 

contingency planning. I asked for help at crisis point and wish I had asked for it earlier. 
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My carer support worker 

has been very supportive, 

in allowing me to claim a 

carer’s grant so I can 

take a short break with 

my sister 

 

The emergency back-up scheme 

has given me peace of mind as I 

know mum will be looked after; 

thankfully I have not had to use 

it. 

The services I have 

received have helped me 

to feel less isolated - in 

knowing that I am not 

alone & learning that so 

many other people are 

having similar experiences 

to me. The services have 

helped me to take more 

care of (& prioritise) my 

own health & wellbeing. 

 

Applied for 

Carer's grant - 

decision took 

several weeks & 

we were refused 

- disappointing - 

made me feel I   

wasn't fully 

appreciated  

The break at Roffey 

Park was lovely & it 

was a good chance to 

meet other carers 

and take time to 

think about looking 

after yourself and 

how important that 

is. 

 

The CBT through the 

NHS was invaluable for 

helping me to process a 

trauma I had gone 

through due to my 

partner's difficulties. 

This strengthened me for 

future times of crisis 

which have been 

inevitable. 

 

The budget enables me to 

have breaks and to stay in 

touch with friends and 

family and also enables my 

daughter to enjoy time 

and outings with PAs and 

belong to various groups 

that interest her. 
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3. Flexible and integrated care and support  

My support, my own way 

 

 

 

 

 

 

 

 

 

 

 

 

 

 
 
 
 
 
 
 
 
 
 
 
 
 

 

 

 

 

Trying to balance the conflicting demands of 

full time employment, a son with a learning 

disability, another son with a mental health 

problems and a husband with an alcohol 

dependency problem has been incredibly 

challenging. 

When my partner hasn't been well 

and I've had to take days off work 

to care for her.  I have been made 

to take annual leave to cover these 

shifts off.  

 

When I requested to take unpaid 

leave instead this was refused and 

I was told it wasn't policy. It has 

resulted in me having more sickness. My mum's day care centre closed 

which caused a lot of distress. I 

understand that Social Services & 

the NHS are under enormous 

pressure with budget cuts; it seems 

to me that because my mum lives 

with me and my husband we are 

expected to do everything for her. 

 

The moment a social worker 

got involved everything 

changed and we got the 

support we really needed. 

Carelink was installed and we 

got help to organise a PA 

with direct payments which 

has been a godsend.  

 

We would like to thank everybody involved in keeping my 

wife at home. Carers Centre, OT, Mental Health Team, 

Impetus, Impetus carers,  Alzheimer Society and others  

You do your part. We will do ours.  

 

Biggest problem is to explain our 

joint difficulties and background each 

time a contact is made with the 

various agencies. 

Since accessing support services 

for myself I have felt a huge 

decrease in the amount of 

strain I am feeling. I have 

been able to increase the hours 

that I work. I have also been 

taking more care of my own 

well-being, so I can be 

stronger for my family. 
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Profile of carers & cared for people 

a. Gender of carers  

 

b. How old is the person you care for? 

 

 

 

 

 

Male, 39% 

Female, 60% 

No Response, 
1% 

18-24, 8% 

25-34, 3% 

35-44, 4% 

45-54, 9% 

55-64, 8% 

65-74, 12% 

75-84, 26% 

85+, 27% 

Unknown/No 
Response, 3% 
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c. Ethnicity of carers  

 

d. Does the person you care for have? 

 

 

 

 

1 (0.3%) 

1 (0.3%) 

1 (0.3%) 

1 (0.3%) 

1 (0.3%) 

1 (0.3%) 

1 (0.3%) 

2 (0.6%) 

2 (0.6%) 

2 (0.6%) 

3 (0.9%) 

4 (1.2%) 

4 (2.1%) 

9 (2.8%) 

12 (3.7%) 

18 (5.5%) 

19 (5.8%) 

243 (74.8%) 

Asian/Asian Brit Bangladeshi

Asian/Asian Brit Chinese

Black/Black Brit Caribbean

Mixed Multiple Ethnic background

Other Eth Groups

White & Black African

White & Black Caribb

Mixed Other

Other Ethnic Arab

White Irish

Asian/Asian Brit Indian

Any Other Black/African/Caribbean Background

White Other

Information Not Yet Obtained

Not Stated

White English

Unknown

White British

115 (35%) 

175 (54%) 

93 (27%) 

68 (21%) 

110 (34%) 

54 (17%) 

124 (38%) 

13 (4%) 
6 (2%) 
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e. Where does the person you care for usually live? 

 

f. In the last 12 months, has your health been affected by your 

caring role in any of the ways listed below?  

 

 

 

 

 

 

With me, 
75% 

Somewhere 
else, 24% 

No 
Response, 

1% 

219 (69.1%) 

113 (35.6%) 

32 (10.1%) 

168 (53%) 

165 (52%) 

84 (26.5%) 

126 (39.7%) 

79 (24.9%) 

53 (16.7%) 

52 (16.4%) 

14 (4.4%) 

29 (9.1%) 

Feeling tired

Feeling depressed

Loss of appetite

Disturbed sleep

General feeling of stress

Physical strain (e.g. back)

Short tempered/ irritable

Had to see own GP

Developed my own health conditions

Made an existing condition worse

Other

No, none of these
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g. In the last 12 months, has caring caused you any financial 

difficulties? 

 

h. In addition to your caring role, please tell us which of the 

following also applies to you?

 

 

 

 

 

 

 

 

161 (50.9%) 

120 (38%) 

35 (11.1%) 

No, not at all

Yes, to some
extent

Yes, a lot

159 (50.6%) 

26 (8.3%) 

40 (12.7%) 

10 (3.2%) 

12 (3.8%) 

58 (18.5%) 

17 (5.4%) 

21 (6.7%) 

Retired

Employed full-time

Employed part-time (working 30…

Self-employed full-time

Self-employed part-time

Not in paid work

Doing voluntary work

Other
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i. Thinking about combining your paid work and caring 

responsibilities, which of the following statements best describes 

your current situation? 

 

 

j. About how long have you been looking after or helping the person 

you care for? 

 

 

 

 

66 (22.4%) 

145 (49.1%) 

44 (14.9%) 

12 (4.1%) 

5 (1.7%) 

10 (3.4%) 

13 (4.4%) 

I am not in paid employment because of my caring
responsibilities

I am not in paid employment  for other reasons (e.g.
Retired)

I am in paid employment  and I feel supported by my
employer

I am in paid employment but I don’t feel supported 
by my employer 

I do not need any support from my employer to
combine my work and caring responsibilities

I am self-employed and I am able to balance my work
and caring responsibilities

I am self-employed but I am unable to balance my
work and caring responsibilities

2 (0.6%) 

10 (3.1%) 

61 (19.2%) 

64 (20.13%) 

71 (22.3%) 

29 (9.1%) 

18 (5.7%) 

63 (19.8%) 

Less than 6 months

Over 6 months but less than
a year

Over 1 year but less than 3
years

Over 3 years but less than 5
years

Over 5 years but less than 10
years

Over 10 years but less than
15 years

Over 15 years but less than
20 years

20 years or more
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k. About how long do you spend each week looking after or helping 

the person you care for? 

 

l. Over the last 12 months, what kinds of things did you usually do 

for the person you care for? 

 

 

 

 

 

 

17 (5.6%) 

22 (7.2%) 

31 (10.2%) 

25 (8.2%) 

27 (8.9%) 

18 (5.9%) 

96 (31.6%) 

18 (5.9%) 

15 (4.9%) 

35 (11.5%) 

0-9 hours per week

10-19 hours per week

20-34 hours per week

35-49 hours per week

50-74 hours per week

75-99 hours per week

100 or more hours per week

Varies – Under 20 hours per week 

Varies – 20 hours or more per week 

Other

219 (68.4%) 

205 (64%) 

278 (86.9%) 

275 (85.9%) 

301 (94%) 

263 (82.2%) 

240 (75%) 

245 (76.6%) 

291 (90.9%) 

269 (84%) 

67 (20.9%) 

Personal care

Physical help

Helping with dealing with care services and benefits

Helping with paperwork or financial matters

Other practical help

Keeping him/her company

Taking him/her out

Giving medicines

Keeping an eye on him/her to see if he/she is all right

Giving emotional support

Other help
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m. Do you have any of the following? 

 

57 (18.8%) 

61 (20.1%) 

39 (12.9%) 

6 (2%) 

86 (28.4%) 

32 (10.6%) 

113 (37.3%) 

A physical impairment or
disability

Sight or hearing loss

A mental health problem or
illness

A learning disability or
difficulty

A long-standing illness

Other

None of the above


