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Summary

This is the first national user experience survey of carers known to Councils with Adult Social
Services Responsibilities (CASSRs). Carers’ thoughts, opinions and feelings are sought on a
number of topics that are thought to be integral to helping them achieve a balanced life
alongside their caring role. The survey was aimed at carers identified by local authorities
aged 18 and over who are caring for someone aged 18 and over.

On 10 June 2008*, the then Government published a Carers’ Strategy which set out an aim

that by 2018:

e carers will be respected as expert care partners and will have access to the integrated
and personalised services they need to support them in their caring role;

e carers will be able to have a life of their own alongside their caring role;

e carers will be supported so that they are not forced into financial hardship by their caring
role;

e carers will be supported to stay mentally and physically well and treated with dignity

This survey along with other survey work acts as a benchmark for the strategy and a number
of the questions analysed throughout the report address these aims.

Headline findings 2009/10
The Carer

Nearly half (49%) of carers who responded to the survey were aged 65 or over, 44
per cent were aged 45-64 and the remaining 7 per cent were aged 18-44.

Almost two-thirds (66%) of carers who responded to the survey were female.

91 per cent of respondents where ethnicity was known came from the White ethnic
background.

57% of carers spent 35 hours or more per week looking after or helping the person
they were caring for, 49% spent 50 hours or more caring and 37% of carers spent 100
hours or more per week caring.

Almost three quarters (73%) of carers said that the person they were caring for lived
with them.

29 per cent were looking after a parent, 47 per cent were looking after a spouse or
partner, 14 per cent were looking after their child, 2 per cent were looking after their
parent-in-law, 5 per cent were looking after another relative and the remaining 2 per
cent were looking after a non-relative, friend or neighbour.

Experience of Support and Services

54 per cent of carers reported that they were either extremely or very satisfied with
the support or services they and the person they cared for had received in the last 12
months from Social Services, a further 29 per cent said they were fairly satisfied, 9

! “Carers at the heart of 21st century families and communities: a caring system on your side, a life of your
own” available from
http://www.dh.gov.uk/en/Publicationsandstatistics/Publications/PublicationsPolicyAndGuidance/DH_085345
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per cent were neither satisfied or dissatisfied and the remaining 8 per cent were either
extremely, very or fairly dissatisfied.

29 per cent of carers were using support or services to enable them to take a break
lasting longer than 24 hours and 35 per cent took shorter breaks lasting less than 24
hours.

For longer beaks, 16 per cent were not using them because they were not available, a
further 6 per cent were not doing so because they did not feel the services available
were suitable and the remaining 48 per cent were not doing so for other reasons.

For shorter breaks 15 per cent were not using them because they were not available,
a further 5 per cent were not doing so because they did not feel the services available
were suitable and the remaining 46 per cent were not doing so for other reasons.

61 per cent of users who were accessing longer breaks lasting more than 24 hours
were either very or extremely satisfied with the breaks. This compared to 65 per cent
of carers accessing short breaks lasting up to 24 hours.

Of respondents who had indicated they had used carer support and services, 72 per
cent stated that they found the support or services either quite easy or very easy to
access, 21 per cent found it quite difficult and the remaining 7 per cent found it very
difficult.

Half (50%) of carers felt they were always involved or consulted as much as they
wanted to be in discussions about the support or services the person they were caring
for was receiving. A further 28 per cent said this was usually the case, 15 per cent
were sometimes involved but 6 per cent said they were never involved to a level they
would have liked.

Quality of Life

36 per cent of carers who responded to the survey said the overall quality of their lives
was either good, very good or could not be better, a further 47 per cent said their
quality of life was alright and the remaining 17 per cent said it was either bad, very
bad or so bad it could not be worse.

23 per cent of carers reported they were able to spend their time as they wanted
doing the things they valued or enjoyed. 64 per cent felt they did some things they
valued or enjoyed but not enough and the remaining 13 per cent said they don’t do
anything they value or enjoy with their time.

Health

Almost half (49%) of respondents reported that their health in general was either good
or very good, 42 per cent said it was fair and the remaining 9 per cent said it was
either bad or very bad.

82 per cent of carers stated that they were either always or usually involved in
discussions with health professionals about the treatment of the person they care for
at NHS hospitals compared to 88 per cent at GP surgeries or health centres

85 per cent of carers either always or usually felt they were treated with respect as a
carer by health professionals at NHS hospitals compared to 90 per cent at GP
surgeries or health centres.
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Employment and Finance

Nearly half (47%) of carers were either retired or self employed. 12 per cent were in
employment and felt supported by their employer but 4 per cent were in employment
and did not feel supported. A further 17 per cent were not working because of their
caring responsibilities, 6 per cent did not need support from their employer to combine
work and caring, and the remaining 14 per cent were not in employment for other
reasons.

8 per cent of carers said they had suffered a lot of financial difficulty because of their
caring role, 33 per cent had suffered to some extent but 60 per cent said they had
suffered no financial difficulties at all.

Information and Advice

A quarter (25%) of respondents reported that they found it very easy to find the
information and advice they needed about support, services and benefits from either
voluntary organisations, private agencies or Social Services. Almost half (48%) stated
they found it fairly easy to get this information, but 19 per cent found it fairly difficult
and 7 per cent found it very difficult.

The majority of carers who had received information and advice felt it had been
helpful to them. 92 per cent said that they had found it either quite or very helpful but
the remaining 8 per cent said they had found it either quite or very unhelpful.
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Introduction

Background

There are 5 million carers in England and Wales?, but only a subset of these are known to
CASSRs. Around 440,000 carers were offered an assessment in 2008/09 by their council
and 208,000 of these went on to receive a carers specific service and a further 148,000
received information only>.

This is the first national user experience survey to focus on carers that have been identified
by local authorities. CASSRs had the option of deciding whether to take part in this survey as
it was voluntary and 90 out of the 152 councils (59%) decided to take part.

Councils were asked to survey a sample of carers (aged 18+) who had been assessed or
reviewed, (either separately or jointly with the cared for person), by social services during the
past 12 months when the sample was chosen, and also carers who were named on the file
of carers who had been assessed or reviewed in the last 12 months when the sample was
chosen. This latter group of carers were referred to as “carers known by association”.

However, a pilot survey conducted in February 2009 had shown that not all councils held
enough detailed information to identify carers known by association, so not all councils were
able to include this further group of carers. In total, 41 of the 90 councils (46%) were able to
include this group and they are included in the following analyses within this report.

Prior to the survey, a successful pilot was run in early 2009 with 25 councils taking part.
Following the pilot, some questions were either revised or excluded with some new
guestions also added.

The guestionnaire contained a total of 58 questions with 39 being mandatory and 19 being
optional and councils could exclude some or all of these if they wished. The fieldwork for the
full survey was carried out in November 2009.

Data Quality

A sample of 88,000 carers out of an eligible population of 176,000 was selected and sent
guestionnaires. 35,000 of these carers responded to the survey giving a response rate of 40
per cent.

Despite not all local authorities taking part in the survey, it is felt that the results can be taken
to be representative of England as a whole. Analysis to support this assumption can be
found in the Coverage section of the report (section 5).

Any differences discussed between categories or questions in the commentary within the
report have been tested for significance.

% From “Survey of Carers in Households - 2009/10 England - Provisional Results”
www.ic.nhs.uk/pubs/carersurvey0910

® From “Community Care Statistics 2008-09: Social Services Activity Report, England” published on 28 April
2010 and available from http://www.ic.nhs.uk/statistics-and-data-collections/social-care/adult-social-care-
information/community-care-statistics-2008-09-social-services-activity-report-england
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1. The carer

Introduction

This section begins with some demographic profiles of carers known to councils before
moving on to look at some of the factors that are likely to affect the everyday lives of carers,
and how these measure up against the overall quality of life of the carer. This chapter
therefore provides information which is useful for assessing all the aims of the carers’
strategy,

Demographic Profile of Carers Known to Councils

This section is restricted to carers who actually responded as there was concern that some
of the carers known by association who were sampled may have been next of kin rather than
actual carers and may therefore not have responded to the survey. Therefore, including
them in this analysis may have distorted the results. More discussion on this is given later in
the report.

Questions on age, gender and ethnicity were provided from council records although
councils could instead add questions to the survey if they were not confident of the accuracy
of this information from their own records.

Figure 1.1 shows that nearly half (49%) of carers who responded to the survey were aged
65 or over, 44 per cent were aged 45-64 and the remaining 7 per cent were aged 18-44.

Figure 1.1 Age of Carers who Responded to Survey
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25
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23
20 | 19
16
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0 | . . . . . . .

18-24 25-34 35-44 45-54 55-64 65-74 75-84 85+

Percentage

Carer Age

1. Figures may not add up to 100 per cent due to rounding
2. Based on 33,800 responses where age was known. Excludes 1,300 carers where age was unknown
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The carers strategy document outlines in several places that the vast majority of caring is
carried out by women and this is supported by the findings of this survey. Nearly two-thirds
(66%) of carers responding to the survey were females and the remaining one-third (34%)
were male as shown in figure 1.2.

Figure 1.2 Gender of Carers who Responded to the Survey

Male
34%

Female
66%

1. Figures may not add up to 100 per cent due to rounding
2. Based on 34,800 responses where gender was known. Excludes 400 carers where gender was unknown

Figure 1.3 shows that 91 per cent of respondents where ethnicity was known came from a
White ethnic background. The next largest group was the Asian ethnic group at 5 per cent.

Figure 1.3 Carers ethnic background who responded to the Survey

| White

0 Mixed

@ Asian

O Black

O Chinese/Other

91%

1. Figures may not add up to 100 per cent due to rounding
2. Based on 31,900 responses where ethnicity was known. Excludes 3,200 responses where ethnicity was unknown
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Figure 1.4 shows how long respondents stated they spent caring per week. 57% of carers
spent 35 hours or more per week looking after or helping the person they were caring for,
49% spent 50 hours or more caring and 37% of carers spent 100 hours or more per week
caring. A further 8 per cent gave an answer of “other” and were asked to specify how many
hours they did spend caring. This information was not collected centrally but councils were
instructed to recode answers such as “all the time” or “24/7” to “100 or more hours”.

Figure 1.4 About how long each week do you spend looking after or helping the
person you care for? (Q50)

40
35
30 -
25 A

20 +

37
12
10 . 9 8 8 8 8
5 j I I I 3
ol i B
0-9 hrs 10-19 hrs 20-34 hrs 35-49 hrs 50-33 hrs 100+ hrs  Varies under Varies over Other
20hrs 20hrs

Percentage

15 4

Time spent caring per week

1. Figures may not add up to 100 per cent due to rounding
2. Based on 32,600 responses
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Figure 1.5 shows where the person being cared for usually lives. Almost three quarters
(73%) of respondents reported that this was with them with the remainder stating that the

cared for person lived elsewhere.

Figure 1.5 Where does the person you care for usually live? (Q6)

Somewhere else
27%

With me
73%

1. Figures may not add up to 100 per cent due to rounding
2. Based on 33,900 responses
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Figure 1.6 shows how and whether the carer has been assessed in the last 12 months. It
should be noted that of the 90 councils who took part, only 41 were able to include carers
“known by association” within their samples. Reasons for not including this group of carers
included not being able to record such information on their current IT systems and having
this information but being unsure of its accuracy.

Despite the omission of carers known by association by many councils, this group still
formed 19 per cent of the total of respondents. 45 per cent of the carers who responded to
the survey had had a joint assessment with the person they were caring for and the
remaining 36 per cent had been assessed separately.

Figure 1.6 Carer assessed or reviewed in last 12 months or 'Carer known by
association'?

No, Carer known by
association
19%

Yes, Jointly, 45%

Yes, Separately, 36%

1. Figures may not add up to 100 per cent due to rounding

was not known.

Copyright © 2010, The Health and Social Care Information Centre. All Rights Reserved.

Based on 32,300 responses where it was known how and whether the carer had been assessed. Excludes 2,800 responses where it

13



Carers were asked how many people aged over 18 they cared for. Figure 1.7 shows that for
the majority of respondents (93%), this is one person. A further 6 per cent reported they
cared for 2 people and the remaining 1 per cent cared for 3 or more people.

Figure 1.7 How many people aged 18 or over do you care for? (Q1)

3o0r more

2 people 1%

6%

1person
93%

1. Based on 33,300 responses
2. Figures may not add up to 100% due to rounding
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Although carers were asked the number of people they cared for they were asked to fill in
the survey in relation to just one person. Figure 1.8 shows who carers reported to be the
main person that they cared for. 47 per cent of respondents said that this was their

spouse/partner, 29 per cent said it was their parent and 14 per cent said it was their child.

The remaining 10 per cent is split between other relative, other non-relative and parent in-
law.

Figure 1.8 Who is the person you care for? (Q2)

Other non-relative
2%

Other relative
5%

Child
(own/adopted/step)
14%

Parent
29%

Parent in-law
2%

Spouse/Partner
47%

Based on 34,600 responses
Figures may not add up to 100% due to rounding

Copyright © 2010, The Health and Social Care Information Centre. All Rights Reserved.

15



Health of the Carer

Figure 1.9 shows how carers felt about their health in general. Almost half (49%) of
respondents reported that their health was either good or very good, 42 per cent said it was

fair but 9 per cent reported that it was either bad or very bad.

Figure 1.9 How is your health in general? (Q27)

Very Bad
Bad 1% Very Good
8% 13%

Fair

2% Good

36%

1. Figures may not add up to 100 per cent due to rounding
2. Based on 33,700 responses
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Figure 1.10 shows whether carers suffered from various long-term health conditions
although 45 per cent said they did not. 24 per cent reported suffering from a long standing
illness, and 18 per cent suffered from a physical impairment or disability. Respondents could
select more than one option.

Figure 1.10 Do you have any of the following conditions? (Q52)

50
45

45

40

35 -

30 -
2 24
€ 25 -
9]
2
¢ 20 - 18

16
15 + 14
10 -
5
5 4
[ ] :
0 ‘ ‘ ‘ ‘ |
Long standing Physical Sight or hearing Other Mental health Learning None
illness impairment or loss problem or disability or
disability iliness difficulty

Conditions suffered by the carer

1. Figures do not add up to 100 per cent as respondents could select more than one option
2. Based on 31,000 responses
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Carers were also asked whether their health had been affected by their caring role. Figure
1.11 shows that two-thirds (67%) of carers reported feeling tired in the last 12 months, 54 per
cent had suffered from disturbed sleep, 52 per cent had experienced a general feeling of
stress and 37 per cent had felt depressed. Conversely, 14 per cent said their health had not
been affected by any of these conditions in the last 12 months. Again, respondents could
select more than one option.

Figure 1.11 In the past 12 months, has your health been affected by your caring role
in any of the ways listed? (Q28)

80

70 67
60 -
54
52

50
[}
g 37
£ 40 - 36
(93
o
&

] 27
30 25
20 A
14 14
12
10
10
. .
Feeling Disturbed General Feeling Short Physical Had to Made Devloped Loss of Other No, none
Tired sleep feeling depressed  tempered strain see existing own appetite of these

of stress firritable own GP condition condition
worse

Conditions affecting the carer

1. Figures do not add up to 100 per cent as respondents could select more than one option
2. Based on 33,900 responses
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Services Accessed by Carers

Figure 1.12 shows that 29 per cent of carers were using support or services to enable them

to take a break lasting longer than 24 hours compared to 35 per cent of carers accessing
shorter breaks of less than 24 hours.

For longer beaks lasting more than 24 hours, 16 per cent were not using them because they

were not available, a further 6 per cent were not doing so because they did not feel the

services available were suitable and the remaining 48 per cent were not doing so for other

reasons.

For shorter breaks 15 per cent were not using them because they were not available, a

further 5 per cent were not doing so because they did not feel the services available were

suitable and the remaining 46 per cent were not doing so for other reasons.

Figure 1.12 In the last 12 months, have you used any support or services allowing

you to take a break from caring lasting more than 24 hours (Q13) or less

than 24 hours (Q15)

60

50 -

40

Percentage
w
o
L

20

10 4

No, services or support not No, services available were No, other reasons
available not suitable

Carer used support/services to take a break from caring

@ Carers accessing breaks over 24hrs (31,600) m Carers accessing breaks under 24hrs (31,300)

Figures may not add up to 100 per cent due to rounding
Excludes 1,200 responses where carer did not know if they were using breaks of more than 24 hours.
Excludes 1,000 responses where carer did not know if they were using breaks less than 24 hours

wh e
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Figure 1.13 shows how easy or difficult carers found it to get the support or services they as
carers need. Almost three quarters (72%) reported they found it either very or quite easy to
get the support/services they needed, 21 per cent found it quite difficult but 7 per cent found
it very difficult.

Figure 1.13 Have you found it easy or difficult to get the support or services you need
as a carer in the last 12 months (Q34)

Very difficult
7%

Very easy
24%

Quite difficult
21%

Quite easy
48%

Figures may not add up to 100 per cent due to rounding

Based on 22,300 responses
10,300 respondents who stated ‘They did not need any support or services in the last 12 months’ are excluded from the above chart

wh e
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Figure 1.14 shows whether carers felt involved or consulted as much as they wanted to be

in discussions about support or services provided to the person they were caring for. Half the

respondents (50 %) said they were always involved as much as they wanted to be with a
further 28 per cent stating this was usually the case. 15 per cent were sometimes involved
but 6 per cent said they were never involved as much as they would have liked.

Figure 1.14 In the last 12 months, do you feel involved or consulted as much as you
wanted to be, in discussions about the support or services provided to
the person you care for? (Q37)

Never
6%

Sometimes
15%

Always
50%

Usually
28%

Figures may not add up to 100 per cent due to rounding
Based on 24,500 responses
8,900 carers who said ‘There have been no discussions that | am aware of in the last 12 months’ are excluded from the above chart

wh e
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Councils were asked to provide information on whether the carer was in receipt of a direct
payment or personal budget. Figure 1.15 shows that 8 per cent of carers who responded to
the survey were in receipt of Personal Budgets/Direct Payments where this was managed by
the LA, and a further 3 per cent had a personal budget/direct payment managed either by
the carer themselves or by another organisation. However, almost three quarters of
respondents (74%) reported they were not receiving direct payments or personal budgets,
and for 16 per cent of carers it was not known whether they were in receipt of direct
payments or personal budgets.

Figure 1.15 Carer in Receipt of Direct Payments or Personal Budgets of those who
Responded to the Survey

Yes, LA managed

0,
Not available 8%

16%

Yes, other
3%

No, 74%

1. Figures may not add up to 100 per cent due to rounding
2. Based on 35,200 responses
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Interaction with NHS

Figure 1.16 shows that 85 per cent of carers either always or usually felt they were treated
with respect as a carer when they had been in contact with health professionals at NHS
hospitals about the person they were caring for. 12 per cent said they were sometimes
treated with respect but 3 per cent said they were never treated with respect.

In GP surgeries or health centres, the proportion of carers being always or usually treated
with respect by NHS professionals was higher at 90 per cent. 9 per cent were sometimes
treated with respect but 2 per cent said they were never treated with respect as a carer.

Figure 1.16 Do you feel you have been treated with respect as a carer when you have
been in contact with professionals at a NHS hospital (Q42) or at a GP
surgery/health centre (Q44) about the person you care for over the last 12
months

70

60 -

50 +

40 1

Percentage

30

20 -

10 1

Alw ays Usually Sometimes Never

Carers treated with respect when in contact with health professionals

@ Treated with respect at hospital (25,400) @ Treated with respect at gp surgery/health centre (29,600)

1. Figures may not add up to 100 per cent due to rounding
2. 8,300 respondents stating ‘They had not been in contact with professional at a NHS hospital in the last 12 months’ are excluded from

the above chart
3. 4,100 respondents stating ‘They had not been in contact with professional at a GP surgery/health centre in the last 12 months’ are

excluded from the above chart

Copyright © 2010, The Health and Social Care Information Centre. All Rights Reserved. 23



Employment

Figure 1.17 shows that nearly half (47%) of carers were either self-employed or retired. 12
per cent of carers were in employment and felt supported by their employer but 4 per cent
did not, and a further 17 per cent were not working because of their caring responsibilities.

Figure 1.17 Thinking about combining paid work and caring, which of the following
statements best describes your current situation (Q48)

12%

B In paid employment and supported by
employer
47%

6% 0O In paid employment and do not feel
supported by employer

@ Support not needed from employer to
combine work and caring

@ Not in paid employment due to caring
17% responsibilities

0O Not in paid employment - other reasons

O Self-employed or retired
14% poy

1. Figures may not add up to 100 per cent due to rounding
2. Based on 31,600 responses

24 Copyright © 2010, The Health and Social Care Information Centre. All Rights Reserved.



Impact of Caring Duties on Finances

Figure 1.18 shows that 8 per cent of carers said they had suffered a lot of financial difficulty
because of their caring role, 33 per cent had suffered to some extent but 60 per cent said

they had suffered no financial difficulties at all.

Figure 1.18 In the last 12 months, has caring caused you any financial difficulties?

(Q29)

Yes, alot
8%

Yes, to some extent
33%

No, not at all
60%

1. Figures may not add up to 100 per cent due to rounding
2. Based on 33,500 responses
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2. Experience of support and services

Introduction

The questions in this section are concerned with the support and services both the carer and
cared for person receive from social services. The happiness of the carer often depends on
the availability and quality of the services the cared for person is receiving so it is important
to look at the services for both of them together.

This has relevance to the carers’ strategy particularly the outcomes which state; “carers will
have access to the integrated and personalised services they need to support them in their
caring role” and “carers will be able to have a life of their own alongside their caring role”.

Satisfaction with the help the carer and cared for person
receives

Figure 2.1 shows that 54 per cent of carers reported that they were either extremely or very
satisfied with the support or services both they and the person they cared for have received
from Social Services in the last 12 months, and a further 29 per cent reported they were
fairly satisfied. 9 per cent of respondents said they were neither satisfied or dissatisfied and
the remaining 8 per cent said they were dissatisfied with the support or services they had
received.

Figure 2.1: How satisfied are you with the support or services you and the person
you care for have received from Social Services in the last 12 months

(Q7)?

Dissatisfied !
8% Extremely Satisfied
18%

Neither
9%

Fairly Satisfied
29%
Very Satisfied
36%

1. Includes Fairly Dissatisfied, Very Dissatisfied and Extremely Dissatisfied
2. Based on 29,900 respondents
3. 4,000 respondents stated they received no support or services and are not included in the above chart
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Relationship between satisfaction and other questions

Table 2.1 shows that carers who cared for someone who had dementia (54%), a physical
disability (54%), sight or hearing problems (53%), problems connected to ageing (55%), a
long standing illness (52%) or a terminal illness (54%) all reported relatively high levels of
being extremely or very satisfied. In contrast, carers were less likely to be extremely or very
satisfied if they were caring for someone with an alcohol or drugs problems (38%), mental
health problems (45%) or a learning disability (43%).

Levels of dissatisfaction were also higher for carers caring for someone who had an alcohol
or drugs problem (15%), a mental health problem (13%) or a learning disability (14%).

Table 2.1  Satisfaction with support and services received (Q7) by condition of the
cared for person (Q5)*

England 2009-10 Percentages2 and Rounded Figures
Degree of Satisfaction

Does the person you care Extremely Very Fairly Total
for have....? Satisfied Satisfied Satisfied Neither  Dissatisfied® Respondents
Dementia 18 36 30 8 8 8,200
A physical disability 18 36 29 9 8 15,700
Sight or hearing loss 17 37 30 9 8 8,300
A mental health problem 15 30 31 11 13 4,700
Proplems connected to 16 39 29 9 7 11,500
ageing

A_ Igarnmg disability or 12 31 32 12 14 4.500
difficulty

Long standing illness 18 34 29 10 9 10,100
Terminal illness 21 34 27 8 10 1,400
Alcohol/Drugs 13 25 36 12 15 300

1. Respondents could select more than one option
2. Figures may not add up to 100 per cent due to rounding
3. Includes fairly, very and extremely dissatisfied
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Figure 2.2 shows there to be a very small difference in overall satisfaction levels reached in
relation to where the cared for person lives. 18 per cent of respondents where the cared for
person lived with them stated they were extremely satisfied with support or services they had
received compared with 16 per cent where the cared for person lived somewhere else.

Figure 2.2 Where does the person you care for usually live (Q6) by degree of overall
satisfaction (Q7)

100
8 9
90 -
80 -
70 -

60 -

50 +

Percentage

40 -

30 +

20 ~

10 A 18 16

With me Somewhere else
(21,100) (8,100)

Where does the person you care for usually live

0O Extremely Satisfied @ Very Satisfied m Fairly Satisfied m Neither o Dissatisfied 1

1. Includes Fairly dissatisfied, Very Dissatisfied and Extremely Satisfied
2. Figures may not add up to 100% due to rounding
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Figure 2.3 shows there to only be a small relationship between satisfaction and how the
carer was assessed. 56 per cent of all carers who were assessed jointly with the cared for
person were extremely or very satisfied compared to 52 per cent where the carer was
assessed separately and 51 per cent where the carer was known by association.
Dissatisfaction also showed only a very small difference.

Figure 2.3  Satisfaction with support or services (Q7) by whether the carer was
assessed separately or jointly with the person they care for or whether
they were known by association
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Figure 2.4 demonstrates a relationship between the overall levels of satisfaction and the age
of the carer. Levels of satisfaction are generally higher amongst older carers with 65 per cent
of the over 85 age group reporting they were either very or extremely satisfied compared to
42 per cent of 25-34 year olds. Younger carers were more likely to say they were
dissatisfied with nearly one-fifth (19%) of 18-24 year old carers doing so compared to 4 per
cent of carers aged 85 or over.

Figure 2.4 Overall, how satisfied are you with the support or services you and the
person you care for have received in the last 12 months (Q7) by carers
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Condition of cared for person and access to breaks

Figure 2.5 shows there is a larger percentage of carers accessing breaks over 24 hours

where the cared for person has a learning disability (43%) compared to any other condition.

This figure is notably higher than for instances where the cared for person has a long-

standing illness (27%) or issues relating to alcohol or drug misuse (26%).

The highest percentage of carers who said they were not accessing longer breaks because
there were none available cared for someone with mental health problems (20%) or alcohol

or drug problems (22%).

Figure 2.5 Condition of cared for person (Q5) by whether carer accessed breaks
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Figure 2.6 looks at the relationship between the condition for the cared for person and
whether the carer accessed breaks lasting less than 24 hours and shows similar patterns.
There is a larger proportion of carers accessing breaks lasting less than 24 hours where the
cared for person has a learning disability (50%) or dementia (47%). It also shows that over
two-thirds of carers (70%) where the person they cared for had problems connected to
ageing were not accessing any short breaks, and nor were 73 per cent of carers caring for

someone with an alcohol or drugs problem.

Figure 2.6 Condition of cared for person (Q5) by whether carers accessed breaks
lasting less than 24 hours in the last 12 months (Q15)
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Carers using breaks and satisfaction with those breaks

Figure 2.7 shows that the majority of carers were satisfied with breaks although they were

slightly more satisfied with shorter breaks than with those lasting more than 24 hours. 61 per

cent of carers who used support or services to allow them to take a break from caring for
more than 24 hours reported they were either extremely or very satisfied with the service

they received compared to 65 per cent for breaks lasting less than 24 hours.

Dissatisfaction also tended to be slightly higher with longer breaks (10%) compared to
shorter breaks of 1-24 hours (7%).

Figure 2.7 Satisfaction with support or services enabling carers to take a break from
caring (Qns 14 & 16)
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Carers accessing breaks and length of time spent caring

Figure 2.8 shows that carers are less likely to access breaks over 24 hours when they
spend less time per week caring. One fifth (20%) of those carers who spent 0 to 9 hours
caring per week reported they accessed breaks over 24 hours. This figure then rises slowly
as the amount of time spent caring rises with one third (33%) of respondents who care for
100 or more hours per week accessing longer breaks. However, two thirds (67%) of carers
with such intensive caring responsibilities did not access breaks.

Figure 2.8 Carers accessing breaks over 24 hours (Q13) by length of time spent
caring per week (Q50)
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Figure 2.9 shows that the pattern for shorter breaks of up to 24 hours is even more marked
with one fifth (20%) of carers who spent 0 to 9 hours caring reporting they accessed breaks

less than 24 hours compared to 44 per cent of those caring for 100 hours or more per week.

Figure 2.9 Carers accessing breaks less than 24 hours (Q15) by length of time spent
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Information and Advice

Carers were asked whether they’d used specific support or services in the last 12 months
from voluntary organisations, private agencies or Social Services. Figure 2.10 shows that
the most common type of support or service used by carers was receiving information and
advice, with 56 per cent of respondents stating this was the case. 31 percent of respondents
said they get support from carers groups or spoke to someone in confidence, but only 6 per
cent of carers had received training for their caring role.

Figure 2.10 Which support or services have you used to help you as a carer in the
last 12 months (Q12)

70

60 4 56

50 4

40 |
>
et 31
g 30 4
o
I
o

20 4

10 | 6

0 T T
Information and advice Support from carers groups or someone Training for carers
(29,000) to talk to in confidence (23,900)

(26,900)

Services used by the carer

1. Figures do not add up to 100 per cent as respondents could select more than one option

36 Copyright © 2010, The Health and Social Care Information Centre. All Rights Reserved.



62 per cent of carers reported that when they contacted social services someone always got
back to them, as shown in figure 2.11. Over a quarter (26%) stated that sometimes they had
to contact Social services again before they got back to them, 9 per cent had to contact them
more than twice, but 3 per cent of carers said that no-one responded to their questions or
queries.

Figure 2.11 Please describe how quickly Social Services have responded to your
gueries or questions in the last 12 months (Q30)

Theydidn't get back to me
3%

I had to contact them more
than twice, but eventually
someone got back to me

9%

Sometimes they got back
to me, but sometimes |
had to contact them again

26% Someone always got back

to me
62%

Figures may not add up to 100 per cent due to rounding

Based on 22,900 responses

10,400 respondents who stated ‘| have not contacted social services with a query or question in the last 12 months’ are excluded from
this analysis
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A quarter (25%) of respondents reported they found it very easy to find the information and
advice they needed about support, services and benefits from either voluntary organisations,
private agencies or Social Services as shown in figure 2.12. Almost half (48%) stated they
found it fairly easy to get this information, but 19 per cent found it fairly difficult and 7 per
cent found it very difficult.

Figure 2.12 In the last 12 months, have you found it easy or difficult to find
information and advice about support, services or benefits? (Q31)

Very difficult
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Very easy
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Fairly difficult
19%

Fairly easy
48%

Figures may not add up to 100 per cent due to rounding
Based on 23,100 responses

10,700 respondents who stated ‘| have not tried to find information or advice in the last 12 months’ are excluded from this analysis
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Figure 2.13 shows that the majority of carers who had received information and advice felt it
had been helpful to them. 92 per cent said that they had found it either quite or very helpful
but the remaining 8 per cent said they had found it either quite or very unhelpful.

Figure 2.13 In the last 12 months, how helpful has the information and advice you
have received been? (Q32)
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3. The impact of caring upon quality of life

Introduction

This section moves away from looking at the services carers and the cared for person
receives and looks more broadly at the overall quality of life of the carer and examines a
number of everyday factors that are affected by the caring role. One of the primary aims of
the Carers Strategy is to ensure that “Carers will be able to have a life of their own alongside
their caring role”.

Overall Quality of life

Figure 3.1 shows that 2 per cent of carers said their life was so good it could not be better
and a further 34 per cent stated it was either very good or good. Conversely, 17 per cent of
respondents said that their lives were either bad, very bad or could not be worse.

Figure 3.1 Overall quality of life of the carer (Q17)
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Figure 3.2 shows how carers spent their time in relation to being able to do the things they
valued or enjoy. Just under a quarter (23%) stated that they were able to spend their time as
they wanted doing the things they valued or enjoyed, 64 per cent were able to do some of
the things they valued and enjoyed but not enough, but 13 per cent reported that they did not
have the time to do anything they valued or enjoyed.

Figure 3.2 Which statement best describes how you spend your time? (Q18)
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Relationship between Overall Quality of life and other questions

Figure 3.3 shows respondents who stated they were not accessing breaks over 24 hours
for ‘other reasons’ to have the highest levels of overall quality of life with 42 per cent stating
that their lives were either good, very good or could not be better. This can be linked to
findings in the previous chapter which suggested that on average, carers were less likely to
access breaks if they spent less time caring so therefore some may feel that they do not
need a break (see figures 2.8 and 2.9).

29 per cent of respondents who stated that they were not accessing breaks because there
were none available said that the quality of their lives was either bad, very bad or could not
be worse. This is in marked contrast to respondents who stated they were receiving these
breaks with only 16 per cent stating their lives were equally bad.

Figure 3.3 Overall quality of life (Q17) by carer receiving breaks lasting more than 24
hours from caring role (Q13)
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Figure 3.4 looks at breaks lasting less than 24 hours and shows a similar pattern. Those not
accessing these breaks for ‘other reasons’ reported a higher overall quality of life with 42 per

cent of this group stating that their lives were either good, very good or could not be better.
The lowest levels of quality of life were experienced among those who were not accessing

breaks due to absence of availability with 30 per cent of respondents stating their lives were

either bad, very bad or could not be worse. In contrast, only 16 per cent of those who were

accessing breaks said their lives were either bad, very bad or could not be worse.

Figure 3.4 How would you rate your quality of life as a whole (q17) by carer
receiving breaks lasting less than 24 hours from caring role (Q15)
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Figure 3.5 shows there to be a link between the carers overall quality of life and how easy or
difficult they found it to access information and advice about support, services or benefits. Of
those who found it very difficult to access such information, 41 per cent said their lives were
either bad, very bad or could not be worse compared to only 9 per cent of carers who found
it very easy to access information and advice. In contrast, over half (53%) of these carers
reported that their quality of life was either good, very good or could not be better compared
to only 15 per cent of those who had found it very difficult.

Figure 3.5 How would you rate your quality of life as a whole (Q17) by how easy or
difficult have you found it to find information and advice about support,
services or benefits (Q31)
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Figure 3.6 shows there to be a link between overall quality of life and the carers ability to
access basic services, such as seeing a GP or visiting a dentist. Of those unable to access
basic services and subsequently feeling their health may be at risk, over half (57%) said that
their lives were either bad, very bad or could not be worse. Of those able to access the
services they need, 11 per cent reported their lives to be equally bad. In contrast, 42 per
cent of those able to access these services reported their lives to be either good, very good
or could not be better compared to only 9 per cent of the group who stated they could not

access basic services and felt their health to be at risk.

Figure 3.6 Overall quality of life of the carer (Q17) by Access to basic services (Q26)
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Figure 3.7 shows that those who are in employment as well as carrying out their caring roles
have the lowest levels of overall quality of life when they do not feel supported by their
employer. 28 per cent of this group stated they their lives were either bad, very bad or could
not be worse with 23 per cent stating it was either good, very good or could not be better.
This is in contrast to respondents who stated that they did feel supported by their employer
or did not need support from their employer with 44 per cent and 50 per cent respectively
stating their lives were either good, very good or could not be better.

The largest number of respondents to this question stated that they were self-employed or
retired and of this group 37 per cent thought their lives were either good, very good or could
not be better with 15 per cent stating their lives were either bad, very bad or could not be
worse.

Figure 3.7 Overall quality of life of the carer (Q17) by combining paid work and
caring (Q48)
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Figure 3.8 shows there to be a clear link between overall quality of life and whether the
caring role has caused financial difficulties. For those that reported they had not experienced
any difficulties 45 per cent stated that their lives were either good, very good or could not be

better. This figure then declines with those who had experienced some difficulties to 26 per

cent and to 13 per cent for those who had experienced a lot of financial difficulties.

Correspondingly, of the group who had experienced a lot of financial difficulties, 45 per cent

said their lives were either bad, very bad or could not be worse. Of the group who had
experienced no financial difficulties at all 10 per cent said their lives were equally bad.

Figure 3.8 Overall quality of life of the carer (Q17) by caring causing financial

difficulties (Q29)

100%

90% -+

80% -+

70% -

60% -+

50% -

40% -

30% -

20% 4

10% A

0%

15

10

12

23

15
6 s |
No, not atall Yes, to some extent Yes, a lot
(19,300) (10,600) (2,500)
Has caring caused any financial difficulties?
O Could not be better @ Very Good @ Good B Alright O Bad O Very Bad O Could notbe worse

1. Figures may not add up to 100 per cent due to rounding

Copyright © 2010, The Health and Social Care Information Centre. All Rights Reserved.

47



Figure 3.9 shows there does appear to be some links between the length of time
respondents said they had been caring and their overall quality of life. Quality of life appears
to be slightly higher among carers who have been caring for shorter periods of time and
decreases as the length of time spent caring increases although there is an improvement for
those who have been caring for over 20 years who reported similar levels of quality of life
(both good and bad) to those who have been caring for shorter periods.

Figure 3.9 Overall quality of life of the carer (Q17) by length of time in caring role
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Figure 3.10 demonstrates that quality of life was higher for those who spend less time caring
per week. For those caring between 0-9 hours per week almost two-thirds (64%) stated their
lives were either good, very good or could not be better. This level of quality of life then
declines as the length of time per week spent caring increases with just over a quarter (28%)

of those who care for 100 hours or more per week stating the same level of quality of life.

In addition, lower levels of quality of life can be seen to increase as the time per week spent

caring increases with 21 per cent of those caring for 100 hours or more stating their lives

were either bad, very bad or could not be worse.

Figure 3.10 Overall quality of life of the carer (Q17) by time spent in caring role per

week (Q50)
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Table 3.1 shows that respondents to the survey from a white ethnic background had the
highest quality of life with 36 per cent stating the overall quality of their life as either good,
very good or could not be better with 16 per cent stating it was bad, very bad or could not be
worse. In contrast, 21 per cent of respondents from the Black ethnic group had equally low
levels of quality of life. The high proportion of people in the Mixed ethnic group who said
their lives were bad, very bad or could not be worse was not statistically significantly different
to the other groups.

Table 3.1  Overall quality of life of the carer (Q17) by Ethnicity

England 2009-10 Percentages and Rounded Figures
Overall Quality of life

Could Could

not be Very Very not be Total
Carer Ethnicity better  Good Good  Alright Bad Bad worse Respondents
White 2 12 23 48 11 3 2 27,900
Asian 3 8 23 46 13 4 4 1,500
Black 3 10 19 a7 12 4 5 700
Mixed 1 11 17 50 12 5 4 200
Chinese/Other 3 9 18 47 15 6 3 400
Unknown/Not stated 1 13 24 46 11 3 2 2,900

1. Figures may not add up to 100 per cent due to rounding
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Table 3.2 shows that overall quality of life is rated as better amongst people caring for
someone with age related problems or with a learning disability or difficulty with 37 per cent
and 38 per cent respectively reported that their lives were either good, very good or could
not be better. Those caring for someone with a mental health problem (28%), terminal illness
(25%) or with an alcohol or drugs problem (26%) had the lowest proportion of respondents

reporting similar levels.

Lower levels of quality of life (the percentage who said it was either bad, very bad or could
not be worse) were reported by carers who care for someone with a mental health problem
(25%), a terminal illness (25%) or have an alcohol or drugs problem (31%).

Table 3.2
England 2009-10

Overall Quality of life (Q17) by condition of cared for person (Q5)

Percentages and Rounded Figures

Overall Quality of life

Could Could

Condition of cared for not be Very Very not be Total
person better Good Good Alright Bad Bad worse Respondents
Dementia 1 9 20 48 15 4 2 8,800
Physical disability 1 11 23 48 12 3 2 17,500
Sight/Hearing 1 11 23 48 12 3 2 9,200
Mental Health problem 1 8 19 47 15 6 4 5,300
Problems connected 1 12 24 47 12 3 2 12,600
with ageing

Learning disability 2 12 24 46 9 3 3 4,900
Long term illness 1 9 20 50 13 4 3 11,400
Terminal illness 2 7 16 50 15 6 4 1,600
Alcohol or Drugs 1 7 17 43 17 6 7 400

1. Figures may not add up to 100 per cent due to rounding
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Figure 3.11 demonstrates the link between satisfaction with support or services received
and overall quality of life. 54 per cent of respondents who reported they were extremely
satisfied with the support or services they received also said the quality of their lives was
either good, very good or could not be better. Only 12 per cent of respondents who said they
were extremely dissatisfied reported that their lives were this good and 19 per cent said their
lives so bad they could not be worse.

Figure 3.11 Satisfaction with support/services received by the carer and cared for
person (Q7) by overall quality of life (Q17)
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Investigations into Specific Aspects of Quality of Life

Figure 3.12 shows the most common conditions of carers who had stated that their health in

general was either bad or very bad (Q27). The most common condition was feeling tired

which affected 83 per cent of carers followed by disturbed sleep at 75 per cent and stress at

73 per cent. The least reported condition was loss of appetite although this was still
recorded by over a quarter of respondents (26%). 6 per cent of respondents reported

suffering from another condition which was not listed in the questionnaire and 3 per cent

reported no health conditions.

Figure 3.12 Carers who had stated their health was either bad or very bad (Q27) by

types of conditions affecting those carers (Q28)
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Figure 3.13 shows there to be a strong link between the health in general of carers and their
overall quality of life. Of respondents who stated that their health was very good, almost
three-quarters (70%) reported that their lives were either good, very good or could not be
better. This figure then declines gradually as the respondent indicates their health is good,
fair, bad or very bad with only 6 per cent of those with very bad health stating their quality of
life was either good, very good or so good it could not be better, and almost three quarters
(72%) stating their life was either bad, very bad or could not be worse.

As with the previous chart, responses to these questions will be of interest in terms of the
carers’ strategy and its aims to ensure carers stay mentally and physically well.

Figure 3.13 Overall Quality of life of the carer (Q17) by how is your health in general
(Q27)
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Figure 3.14 shows how much control carers have over their daily lives can be linked to how
easy or difficult they found it to get the support or services they need. Nearly half (47%) of
carers who stated they found it very easy to get the support/services they needed also
reported that they had as much control over their daily lives as they wanted. In contrast, of
those who found it very difficult to get support/services only 10 per cent reported they had as
much control as they wanted.

Figure 3.14 Have you found it easy or difficult to get the support or services you need
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Figure 3.15 shows that over a third (36%) of respondents who said they found it very easy to
get the support/services they needed were able to spend their time as they want, whereas
only 8 per cent of respondents who found it very difficult to get support/services they needed
reported they could spend their time as they wanted. A third (33%) of the same group also
reported that they didn’t do anything they valued or enjoyed with their time compared to 8
per cent of those who found it very easy to get support or services.

Figure 3.15 Have you found it easy or difficult to get the support or services you need
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Figure 3.16 shows a relationship exists between respondents who stated they found it easy
to get the support/services they needed and their social situation. For example, 61 per cent
of carers who said they found it easy to get the support/services they needed also said they
had as much social contact as they needed. Of those who found it very difficult, only 17 per
cent reported they were able to do this. 38 per cent of this group also reported that they had
little social contact and felt isolated.

Figure 3.16 Have you found it easy or difficult to get the support or services you need
as a carer (Q34) by thinking about social contact you’ve had with people
you like which statement best describes your present social situation
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Figure 3.17 shows a link exists between the satisfaction reported with support or services
received and how much control the carer has over their daily lives. Of those carers who said
they were extremely satisfied with the support or services they had received, 45% said they
had as much control over their daily lives as they wanted. Of respondents who were
extremely dissatisfied, only 12 per cent said they had as much control as they would like and
30 per cent said they had no control over their daily lives.

Figure 3.17 Satisfaction with support/services received by the carer and cared for
person (Q7) by how much control the carer has over their daily lives
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Combining Quality of Life Questions

It's interesting to combine the answers to some of the quality of life outcome questions to
see how respondents measure. The questions in table 3.3 all followed a well established
format which has been used in previous surveys of social care users’ outcomes. The
possible answers to the questions are equated with having either no needs in a specific life
area or domain, having low level needs or high level needs.

Table 3.3:  Questions and their link to domains

No: | Question (See appendix C for the full question including answers) Domain

18 Which of the following statements best describes how you spend your Occupied in valued activities
time?

19 Thinking about the space and time you have to be yourself in your daily | Sufficient space and time
life, which of the following statements best describes your current
situation? (optional question)

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

21 Thinking about how much time you have to look after yourself — in terms | Looking after themselves
of getting enough to eat and sleep — which statement best describes
your current situation?

22 Thinking about your personal safety which of the statements best Feeling safe
describes your present situation?

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

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

26 Thinking about how easy it is for you to get basic services to meet your Access to basic services
needs — such as going to see a GP, visiting a dentist or going to the
library — which of the following statements best describes your present
situation?

Restricting the analysis to respondents who answered all of these questions (and excluding
Q19 as it was optional for councils to include, it is possible to construct a measure of social
care related quality of life. Scores were given for each of the different levels of need as
follows:

e Highneeds =1

e Low level needs =2

e Noneeds=3

Therefore a score of 7 for a respondent would indicate high level needs on all questions and

a maximum score of 21 would indicate no needs. This combined social care related quality
of life measure can then be examined to see how it differs for different types of carers.
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Figure 3.19 shows a peak in the distribution at a score of 17 points. It then begins to tail off
before reaching a group of carers (14% of respondents) who said they had no needs across
all of the domains and therefore had a maximum score of 21 points. In contrast, less than
0.5% of carers reported high level needs in all domains.

Figure 3.19 Percentage distribution of social care related quality of life scores
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Table 3.4 shows that carers from the White ethnic group reported better outcomes (aside
from the unknown category), with the lowest outcomes being reported by respondents from
the Chinese/Other ethnic group.

Table 3.4  Social care related quality of life average scores by ethnicity
England 2009-10

Ethnicity Average Score Total respondents
White 17.1 25,800
Mixed 16.3 200
Asian 16.0 1,400
Black 16.4 600
Chinese/Other 15.9 400
Unknown/Not stated 17.3 2,700

Table 3.5 shows that, older carers tended to report better outcomes than younger carers
although the youngest carers (those aged 18 to 24) scored slightly higher than those aged
25 to 54 although the difference was not quite statistically significant. The highest score was
17.5 for those aged 85 or over and the lowest score was 16.4 for those aged 35 to 44.

Table 3.5  Social care related quality of life average scores by age
England 2009-10

Age group Average Score Total respondents
18-24 17.0 200
25-34 16.5 400
35-44 16.4 1,600
45-54 16.6 5,100
55-64 17.1 8,500
65-74 17.2 6,900
75-84 17.2 5,600
85+ 175 1,600
Unknown 17.5 1,000
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Table 3.6 shows a relationship between the combined social care related quality of life score
and the amount of time spent caring each week. Carers who spent between 0-9 hours per
week caring reported the highest average score at 19.2 compared to a score of 16.3 for
those who reported they cared for 100 or more hours per week.

Table 3.6  Social care related quality of life average scores by hours spent caring
per week (Q50)

England 2009-10

Time spent caring per week Average Score responc;reontflsI
0-9 hrs 19.2 2,100
10-19 hrs 18.2 2,600
20-34 hrs 17.4 2,400
35-49 hrs 16.9 2,500
50-99 hrs 16.5 3,600
100+ hrs 16.3 10,700
Varies under 20hrs 18.0 900
Varies over 20hrs 17.3 2,300
Other 171 2,200

Table 3.7 shows that respondents who reported the person they cared for had problems
connected to ageing had the highest average combined score with 17.1. Carers who helped
someone who had an alcohol or drugs problem reported the lowest average score of 15.9.

Table 3.7  Social care related quality of life average scores by conditions of cared
for person (Q5)

England 2009-10

Condition of cared for person Average Score responc;reor;[?s!
Dementia 16.7 8,200
A physical disability 16.9 16,200
Sight or hearing loss 16.9 8,500
A mental health problem 16.2 4,900
Problems connected to ageing 171 11,800
A learning disability or difficulty 16.8 4,600
Long standing iliness 16.5 10,600
Terminal illness 16.2 1,400
Alcohol/Drugs 15.9 400
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4. Experience of health services as a carer

Introduction

This section looks at the questions which asked the carer about their experiences of using
health services particularly whether they had been treated with respect, whether they felt
they had been involved in discussions about the treatment of the person they were caring
for, and whether they felt supported by their GP in their caring role.

These questions are relevant to the aim of the carers’ strategy that carers will be treated as
expert care partners and are also treated with dignity. This is particularly pertinent as the
carers’ strategy is a vision for carers which is intended to be shared among central and local
government as well as the NHS and other sectors.

Support from GPs for Carers

Figure 4.1 shows the extent to which carers feel they are supported by their GP in their
caring role. Over half (55%) of respondents to the question stated they always felt supported
by their GP with a further 26 per cent saying this was usually the case. 12 per cent said they
were sometimes supported but 7 per cent said they never felt supported by their GP.

Figure 4.1 Overall, do carers feel supported by GPs in their caring role (Q46)
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Are carers treated with respect and involved in discussions
about the cared for person when in contact with NHS services

Figure 4.2 shows that the majority of carers using NHS services felt that they were always or
usually treated with respect at both NHS hospitals (85%) and at a GP surgery or health
centre (90%). 3 per cent of respondents stated that they were never treated with respect at
NHS hospitals and the corresponding figure for those visiting a GP surgery or health centre
was 2 per cent.

Figure 4.2 Carers treated with respect as a carer by professionals at NHS hospitals
(Q42) and treated with respect as a carer by professionals at a GP
surgery/health centre (Q44)
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Figure 4.3 shows to what extent carers feel they are involved as much as they would like to
be in discussions about the treatment of the person they are caring for when in contact with
NHS professionals. 82 per cent of respondents reported that they were either always or
usually involved in discussions as much as they wanted to be about the person they cared
for at an NHS hospital, whereas 88 per cent of respondents stated they were always or
usually involved in discussions at a GP surgery/health centre. Those never involved in
discussions as much as they wanted to at an NHS hospital or GP surgery/health centre was

reported as 4 per cent and 3 per cent respectively.

Figure 4.3 Are carers involved in discussions about treatment of the cared for
person as much as they want to be when in contact with professionals at
a NHS hospital (Q43) or GP surgery/health centre (Q45)
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Carers treated with respect when in contact with NHS services
by demographic factors

Figure 4.4 shows that carers from the White ethnic group were most likely to always or
usually be treated with respect at a hospital (86%) compared to only 74 per cent of those
from the Mixed ethnic group. This group also reported the highest level of never being
treated with respect (5%) along with those from the Chinese or other ethnicity group.

Figure 4.4 Carers treated with respect when in contact with professionals at an NHS
hospital (Q42) by ethnicity
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Figure 4.5, similarly to figure 4.4, shows that excluding the ethnicity not stated or unknown
group, carers from the White ethnic group were most likely to be always or usually treated
with respect (90%) when in contact with health professionals at GP surgery compared to
only 84 per cent of carers from the Asian ethnic group.

Figure 4.5 Carers treated with respect when in contact with professionals at GP
surgery or health centre (Q44) by ethnicity
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Figure 4.6 shows there is a link between the age of the carer and whether they were treated
with respect by professionals at an NHS hospital. Younger carers tended to be less likely to
be always treated with respect (41 per cent of carers aged 18-24) compared to older carers
(63 per cent of carers aged 85+).

Figure 4.6 Carers treated with respect when in contact with professionals at an NHS
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Figure 4.7 looks at whether the carer was treated with respect by NHS professionals at a

GP surgery or health centre. Again, it shows that older carers were more likely to always be

treated with respect with 70 per cent of 75-84 year olds reporting this. Younger carers were
less likely to be treated with respect, 54 per cent of 25-34 year olds stating that this was
always the case.

Figure 4.7 Carers treated with respect when in contact with professionals at GP
surgery or health centre (Q44) by age
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Figure 4.8 shows there was only a very small relationship between the gender of the carer
and whether they were treated with respect by professionals at an NHS hospital. The
majority of both male and female carers reported that they were either always or usually
treated with respect, 86 per cent and 85 per cent respectively.

Figure 4.8 Carers treated with respect when in contact with professionals at an NHS
hospital (Q42) by gender
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Similarly to figure 4.8, figure 4.9 shows there was little relationship between the gender of
the carer and whether they were treated with respect by professionals at a GP surgery or
health centre. 90 per cent of both males and females reported that they were either always
or usually treated with respect.

Figure 4.9 Carers treated with respect when in contact with professionals at a GP
surgery/health centre (Q44) by gender
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5. Coverage

Introduction

The eligible population was defined as those carers (aged 18+) who had been assessed or
reviewed, either separately or jointly with the cared for person, by social services during the
past 12 months when the sample was. In addition, councils were asked to include carers
who were named on the file of carers who had been assessed or reviewed in the last 12
months when the sample was chosen. These carers were referred to as “carers known by
association”.

However, a pilot survey conducted in February 2009 had shown that not all councils held
enough detailed information to identify carers known by association, so not all councils were
able to include this further group of carers.

Councils Taking Part

Councils had the option of deciding whether to take part in this survey as it was voluntary. In
total 90 out of the 152 councils (59%) did decide to take part in the survey. Those who
declined were asked to give their reasons with the majority mentioning lack of resources or
that they were already carrying out local work in this area. Of those 90 councils taking part
in the survey, 41 (46%) were able to include carers known by association.

Figure 5.1 shows that the councils taking part in the survey were broadly representative
regionally of all councils although there were slightly fewer councils in the North West
compared to the national distribution, and slightly more in the South West and Eastern
regions.

Figure 5.1: Percentage distribution of councils Taking Part in the Survey by Region
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Figure 5.2 shows that the councils taking part in the survey were also broadly
representative by type of councils although there were slightly more Shire councils and
councils in Outer London compared to the national distribution, and slightly fewer Unitaries,
Metropolitans and councils in Inner London.

Figure 5.2: Percentage distribution of councils Taking Part in the Survey by Council
Type
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An exercise was undertaken to examine any potential bias caused by only having a sample
of councils taking part. Results to two of the key questions in the survey on satisfaction with
services received and overall quality of life were reweighted to be representative of all
councils in England. The results can be seen in tables 5.1 and 5.2 and show that the largest
change in any of the results was 0.3 percentage points and therefore, the results from the 90
councils who took part in the survey can be taken to be representative of England as a
whole.

Table 5.1:  Answers to “How satisfied are you with the support or services you and
the person you care for have received from Social Services in the last 12
months?” (Q7) reweighted for differences by region and council type

England 2009-10 Percentages
Adjusted for:

Satisfaction Unadjusted Regional Differences Council Type Differences
Extremely Satisfied 17.5 -0.2 0.0
Very Satisfied 36.2 -0.2 -0.2
Fairly Satisfied 28.9 0.1 0.0
Neither 9.0 0.1 0.0
Dissatisfied 8.3 0.2 0.2

1. Based on 29,900 responses of carers who had received services.
2. Figures may not add to 100 due to rounding.
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Table 5.2:  Answers to Overall quality of life of the carer (Q17) reweighted for
differences by region and council type

England 2009-10 Percentages
Adjusted for:
Quality of Life Unadjusted Regional Differences Council Type Differences
So good, it could not be better 1.6 0.0 0.1
Very good 115 0.1 0.2
Good 22.9 0.1 0.0
Alright 47.4 -0.2 -0.3
Bad 11.2 0.0 -0.1
Very bad 3.1 0.0 0.1
So bad, it could not be worse 2.1 0.0 0.1

1. Based on 33,500 responses.
2. Figures may not add to 100 due to rounding.

Selection of Sample

In total, the questionnaire was distributed to approximately 87,800 carers out of an eligible
population of 175,600.

Figure 5.3 shows that 71 per cent of carers sampled had received an assessment or review
in the last year while 20 per cent were on the file of a carer who had been assessed or
reviewed (ie. a carer known by association) but it was not known from council records how or
whether the remaining 9 per cent had been assessed.

Figure 5.3: Sample Selected by Whether and How Carer Was Assessed
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Figure 5.4 shows the distribution of the eligible population of carers and those selected for
the sample and therefore sent questionnaires, broken down by age and gender. The two
distributions are very similar showing that the sample was selected correctly and no
noticeable bias was introduced at this stage.

There were a large percentage of carers where either the age or gender was unknown. This
reflects the fact that not all these carers will have gone on to receive services or information
and those known by association will not even have had an assessment. The demographic
records of some of these carers may be of poor quality.

Figure 5.4: Breakdown of eligible population and those sampled by age and gender
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1. Figures may not add to 100 due to rounding.

Response rates

A user is classed as a respondent if they responded to one or more questions, allowing
carers to express their views on areas they feel strongly about without having to complete
the entire questionnaire.

35,200 carers responded with answers to one or more questions out of the 87,800 who were
sent questionnaires and table 5.3 shows this represented 40 per cent of those surveyed.
The majority of the questionnaires returned were administered by post. Carers were offered
the option of returning blank questionnaires to show that they did not want to receive
reminder letters and 6 per cent of those sampled took up this option.
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Table 5.3:
England 2009-10

Method of collection for total respondents and non respondents?

Percentages

Method of Collection

Respondents and
Non Respondents

Post 40

Response? Face-to-face -
Telephone -

Non-Response Blanl_< Questionnaire Returned 6
Nothing Returned 54

1. Based in 87,800 carers sampled.

2. Around 200 carers were flagged on the LA returns as responders but had not actually answered any questions. This has a negligible

effect on the response rate at national level.
3. Figures may not add to 100 due to rounding.

An additional complication in this survey was that there were 58 questions in total but 19 of
these were optional in that councils could choose whether to include them or not. Analysis
of the number of questions answered in this section therefore is restricted to the 39

mandatory questions so it is comparable across councils. In addition, 5 councils did not
include all the mandatory questions so they have also been removed from this analysis.

Figure 5.5 shows that 52 per cent of respondents answered all questions in the
guestionnaire and an additional 20 per cent of respondents only left one question
unanswered. 90 per cent of respondents answered at least 35 out of the 39 mandatory

guestions.

Figure 5.5: Number of questions from the questionnaire answered by

respondents’?3
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2. Does not include 3 demographic questions on age, gender or ethnicity as these could be answered from council records and also

does not include the optional questions.
3. Excludes 5 councils who did not include all of the mandatory questions.
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4. Around 200 carers were flagged on the LA returns as responders but had not actually answered any questions. This has a negligible

effect on the response rate at national level.
5.  Figures may not add up to 100 per cent due to rounding

Table 5.4 shows that there is some relationship between the degree of satisfaction and the

number of questions the respondent chose to answer. Of those respondents that answered

21 to 30 questions, 22 per cent said they were extremely satisfied compared to 17 per cent
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of those who answered all 39 questions. The differences for those answering 1 to 20
guestions were not found to be significant.

Table 5.4: The number of questions answered by respondents by degree of
satisfaction

England 2009-10 Percentages! and Rounded Numbers
Degree of Satisfaction

Number of Questions Answered Eggﬁg:ie;é/ Very Satisfied Sat'i?iigzi/ Neither Dissatisfied? Respon;—eorg
1to 20 21 34 25 9 11 200
21to 30 22 35 25 9 8 600
31to 36 19 36 27 9 8 3,700
3710 38 18 36 29 9 8 8,300
39 17 37 30 9 8 15,300

1. Figures may not add up to 100 per cent due to rounding
2. Includes “Quite Dissatisfied”, “Very Dissatisfied” and “Extremely Dissatisfied”.

Response rates for different groups

It is important to look at response rates (the percentage of people responding) for different
groups as a low response rate for a reasonably large group can lead to the sample being
biased and therefore the results will not fully reflect the eligible population.

Figure 5.6 shows that the response rate for carers known by association was lower at 34 per
cent than those who had had an assessment or review in the previous 12 months (46 per
cent for those assessed separately and 40 per cent for those who had a joint assessment
with the cared for person). This is to be expected as anecdotal feedback from councils has
suggested that they are less confident of the accuracy of their records for carers known by
association. Some councils have also indicated that the person nominated as a “carer” on
the cared for persons record may simply be the next of kin and not have any significant
caring responsibilities. Therefore, they may not have thought the questionnaire was relevant
for them which will explain the lower response rate. This is partially demonstrated in table
5.5 where 23 per cent of carers known by association cared for fewer than 20 hours per
week compared to 13 per cent of carers who had an assessment separately from the cared
for person. However, it is not very different from carers who had a joint assessment with the
cared for person where 22 per cent cared for fewer than 20 hours per week.

Others have said that they were not confident of some of the information on carers known by

association and therefore basic information such as address details may not be up to date
which would obviously result in non-response.
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Figure 5.6: Response Rate by Whether the Carer was Assessed

50

46

45 |
40
40 |

\
J

35 1
30
25
20
15 4

Response Rate (%

10 -
5 |

0 4
Carer assessed jointly Carer assessed separately Carer know n by association Unknow n (7500)
(37000) (25500) (17800)

Table 5.5:  Number of Hours per Week Spent Caring by Whether Carer was

Assessed
England 2009-10 Percentages! and Rounded Numbers
Varies Varies

How and whether carer 0-9 hrs 10-19 20-34 35-49 50-99 100+ hrs less 20 or Other Total

was assessed hrs hrs hrs hrs Respondents
than 20 more hrs

Carer assessed jointly 9 10 9 8 11 34 3 8 7 13,600

Carer assessed 4 6 7 8 13 4 2 8 9 11,000

separately

Caver known by 9 11 8 9 12 32 3 8 7 5,400

association

Unknown 7 8 9 7 14 37 3 9 6 2,600

1. Figures may not add up to 100 per cent due to rounding

Response rates by gender, age and ethnicity are difficult to assess. There were optional
guestions included in the survey to capture this demographic information, but councils who
did have reliable data about the carer available from their own systems were instructed to
remove the questions. This was to reduce burden on the respondent and on the councils
themselves when completing the data return. As an added complication, some councils may
have had reliable information on their systems about carers they assessed but not those who
were known by association. Therefore, the demographic data on their data return may be a
mixture of system and respondent data.

This causes problems when trying to calculate a response rate because for example, if the
council does not know the age of their carers then they will only be able to provide the ages
for all those who respond. This will bias an analysis of response rates by age by inflating
those for known age groups and deflating the response rate where age is unknown, as all
those who start off as age unknown move out of this group when they respond to the survey
and are placed in the relevant age group.

The following analysis of response rates by gender, age and ethnicity attempts to get around
this problem by removing councils from the analysis who have less complete demographic
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data. This is arbitrarily taken to be those where the “unknown” category makes up more

than 10 per cent of their sample.

There was little difference in response rates between men and women as shown in figure
5.7. The response rate for those with unknown gender was much lower at 22 per cent but

44 per cent of those where the gender was unknown were either carers who were known by

association with the cared for person, or whether they were assessed was unknown from the
council’s systems. As mentioned previously those carers known by association have a lower
response rate than those who have received an assessment or review and potential reasons

were also given previously.

Figure 5.7: Respondents and Non Respondents by Gender
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Figure 5.8 shows that the response rate for younger carers is lower as only 19 per cent of
carers aged 25 to 34 and 21 per cent of those aged 18 to 24 responded, compared to 53 per
cent of carers aged 75 to 84. However, the lowest response rates were for the smaller
groups but as only 4 per cent of carers in this response rate analysis were aged 18 to 34 this
is unlikely to have biased the results of the survey. Again, those with unknown age have a
low response rate but potential reasons for this were discussed previously.

Figure 5.8: Response Rate by Age
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Figure 5.9 shows that the response rate for carers in black or minority ethnic groups is lower
as for example, only 32 per cent of carers in the Black group responded compared to 49 per
cent of carers in the White ethnic group. Again however, the lowest response rates are for
the smaller groups as 88 per cent of those with a known ethnic group in this response rate
analysis were from the White ethnic group. Again, those with unknown or not stated ethnic
group have a low response rate but potential reasons for this were discussed previously.

Figure 5.9: Response Rate by Ethnicity
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Figure 5.10 shows that the response rate by primary client group of the cared for person
was fairly even across the groups although it was quite low for carers of those with an
alcohol or drug dependency but they are a very small group. Primary client group was taken
from council records and not from the questionnaire so the issues which affected the
calculation of response rates by age, gender and ethnicity do not apply.

Figure 5.10: Response Rate by Primary Client Group of Cared for Person
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Appendix A: Editorial Notes

Introduction

This section outlines the methodology for the survey and discusses interpretation and
robustness of the data.

Overview of Methodology

The survey was designed by the Social Services User Survey Group (SSUSG)* which
contains representatives from the NHS Information Centre (NHS IC), Department of Health,
Care Quality Commission, Personal Social Services Research Unit and Councils with Adult
Social Services Responsibilities. For this particular survey, a representative from Carers UK
also joined the group.

The survey was based on evidence gathered from previous Carers surveys, notably a pilot
version of this survey which was conducted in April 2009° and a survey of Adult Carers in
Kent®.

Councils had the option of deciding whether to take part in this survey as it was voluntary. In
total 90 out of the 152 councils (59%) did decide to take part in the survey and more
information about how representative these 90 councils were is given in section 5.

On behalf of SSUSG, the NHS IC took responsibility for providing councils with survey
guidance, questionnaires, letters to send to carers, translations of the questionnaires into
foreign languages, large print versions, telephone and face-to-face scripts as well as a data
return for councils to provide the data to the NHS IC for analysis’. Councils then carried out
the survey in line with the guidance by selecting carers from their records, sending a
guestionnaire to them and then coding up the returned questionnaires which were then sent
to the NHS IC.

The eligible population was defined as those carers (aged 18+) who had been assessed or
reviewed, either separately or jointly with the cared for person, by social services during the
past 12 months when the sample was chosen (the survey fieldwork was carried out in
November 2009). In addition, councils were asked to include carers who were named on the
file of carers who had been assessed or reviewed in the last 12 months when the sample is
chosen. These carers were referred to as “carers known by association”.

However, the pilot survey had shown that not all councils held enough detailed information to
identify carers known by association, so not all councils were able to include this further
group of carers.

“ More information about SSUSG including papers for meetings can be found at
http://www.ic.nhs.uk/services/social-care/review-approval-and-development/ssusg
> A report on this pilot survey can be found in the papers of the meeting of 16 July 2009 of SSUSG which can
be found at http://www.ic.nhs.uk/services/social-care/review-approval-and-development/ssusg/ssusqg-papers--
16-july-2009

The results from this survey have not yet been published.
" All of these documents can be found at http://www.ic.nhs.uk/services/social-care/social-care-collections/user-
surveys/user-survey-guidance-2009-10/user-survey-guidance-carers-2009-10
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For most councils the forms were distributed in November 2009 and 98 per cent of carers
were sent forms in the post and a further 1 per cent were offered telephone interviews and
the remaining 1 per cent were offered face-to-face interviews.

Councils were provided with a sample questionnaire which is re-produced in Appendix C
although councils were able to include additional questions and local branding. Councils also
had flexibility to remove some of the questions as 19 out of the 58 questions were optional.
Councils should have kept the remaining 39 questions although 5 councils did also remove
one or more of these questions. 23 councils (26%) reported that they included additional
guestions.

If Carers were caring for more than one person, then they were asked to answer the
guestions in respect of the person they spent the most time helping.

Carers were also able to seek help in answering the questionnaire from friends or relatives if
necessary but were advised not to ask for help from staff from Social Services who may
have had involvement in their caring role. Figure A.1 shows that there is little relationship
between satisfaction and whether the carer had help which suggests the helpers have not
had any influence on the carers views expressed in the questionnaire.

Figure A.1. Satisfaction (Q7) by Whether Carer Had Help to Answer Questionnaire
(Q56)
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1. Figures may not add up to 100 per cent due to rounding.
2. Includes quite dissatisfied, very dissatisfied and extremely dissatisfied.

Response Rates

Response rates play an important part in the overall value of surveys. Confidence in the
estimates derived from the survey will be affected by non-response bias and statistical
sampling error if response rates are low (see separate sections on Non-Response Bias and
Confidence Intervals). The council tables (Appendix D) show the response rates achieved for
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the survey questions. Overall, the response rate achieved was 40 per cent and section 5
gives more details of how this differed for different subgroups of carers.

Response rates per council ranged from a maximum of 84 per cent to a minimum of 25 per
cent. Care should be taken when interpreting results for councils with low response rates.
Full council response rates can be seen in Appendix D.

Non-Response Bias

Typically, we might expect people who do not reply to surveys to be more satisfied. This
means that the lower the achieved response rate, the more likely it is for the results to be
subject to non-response bias (probably giving a lower figure for satisfaction than the true
figure). Of the 90 councils who took part in the survey, 39 councils achieved a response rate
which would enable an estimate of 50 per cent from their results to have a confidence
interval of less than 4 percentage points. 50 councils did not achieve this level of precision
and therefore care should taken when interpreting their results. The remaining one council
did not provide sufficient information about their eligible sample and therefore a confidence
interval could not be calculated.

Of the 50 councils who did not meet the required level of precision, 34 councils would
achieve a precision of between 4 and 5 percentage points for an estimate of 50 per cent
from their results, a further 10 would achieve a precision of between 5 and 6 percentage
points and the remaining 6 councils would achieve a precision of more than 6 percentage
points.

Confidence Intervals

Surveys produce statistics that are estimates of the real figure for the whole population which
would only be known if the entire population was surveyed. Therefore estimates from sample
surveys are always surrounded by a confidence interval which assesses the level of
uncertainty caused by only surveying a sample of cares. The 95% confidence interval gives
the range in which you would expect the true value to fall 95 times if 100 samples were
selected.

Care needs to be taken in making comparisons with England averages. If the confidence
interval for a council level estimate does not overlap with the confidence interval for the
equivalent England estimate then it is likely that the values are genuinely different. Similarly
if the confidence intervals for estimates for two different councils or two different years do not
overlap then it is likely that they are genuinely different.

It is Best Value good practice for service specific surveys for the 95% confidence interval for
indicators to be no more than plus or minus 4 per cent. That is, we want to be 95% confident
that the true figure is within plus or minus 4 percentage points of the figure obtained from the
sample. So this means that if the survey gives an answer of 50 per cent, for example, we
can be confident that the true figure is between 46 per cent and 54 per cent.

Differences discussed in the commentary of this report between different categories of

respondents are significant to a 95% level, ie. we are 95% confident they are real differences
but there is a 5% chance they are the result of sampling variation.
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Calculating Confidence Intervals

A standard formula for the calculation of a 95% confidence interval (Cl) for the estimate of a
proportion p from a sample survey is:
where:

n N

n is the number of people who responded to a question (ie. the sample size minus the
number of non-responses to the survey and the particular question being analysed)
N is the size of the eligible population

This formula includes the finite population correction factor and assumes n is reasonably
large.

One council did not provide any information about the size of their eligible population so
confidence intervals could not be calculated for the results for that council. The confidence
intervals for the England estimates were calculated including the results from this council as
it was found to have negligible impact when they were removed.

As an example, it can be applied to calculate confidence intervals for estimates derived from
the question “Thinking about the good and the bad things that make up your quality of life,
how would you rate the quality of your life as a whole?” (Question 17) where:

p is the proportion of people who answered "So good it could not be better” or “Very

good”

n is the sum of those that responded to the question

N is the size of the eligible population

Example

Council A has 1024 eligible carers and surveyed 637 of them, 410 questionnaires were returned by users. The
responses received to the question “ Thinking about the good and the bad things that make up your quality of
life, how would you rate the quality of your life as a whole?” were:

Response Number of Carers
So good, it could not be better 28
Very good 181
Good 101
Alright 63
Bad 31
Very bad 3
So bad, it could not be worse 1
Did not respond to the question 2
Did not take part in the survey 227

The proportion of people who answered "So good it could not be better” or “Very good” for Council A is 51.2%
(p = 0.512, 209 divided by 408).

The 95% confidence interval is plus or minus 3.8%. This is calculated by inserting the values of p, n and N
below into the formula for calculating confidence intervals.

p=0.512
N = 408 (=28+181+101+63+31+3+1)
N = 1024
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More details and a further worked example along with a Confidence Interval Calculator can
be found at appendix E.

It should also be noted that the figures reported as being representative of England are from
the 90 councils who volunteered to take part in the survey (see section 5 for comparison of
these 90 councils by region and council type compared to all 152 in England). The formula
for the confidence intervals given previously does not take into account the fact that not all
councils took part. Therefore confidence intervals quoted for England are likely to be
underestimates of the true value.
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Appendix B: Related Publications

This publication can be downloaded from the NHS Information Centre website at:
www.ic.nhs.uk/pubs/psscarersurvey0910

User Experience Surveys
Other User Experience Surveys carried out by the NHS Information Centre can be found at:
http://www.ic.nhs.uk/statistics-and-data-collections/social-care/adult-social-care-information

Previous User Experience Surveys carried out by the Department of Health can be found at:

http://www.dh.gov.uk/en/Publicationsandstatistics/Statistics/Statistical\WWorkAreas/Statisticalsocialcare
/DH 4086765

Other Social Care Reports

Publications relating to social care activity, finance, staffing and user experience surveys can be found
at www.ic.nhs.uk/statistics-and-data-collections/social-care/adult-social-care-information.

Data from some of our other social care reports can be accessed directly via our National Adult
Social Care Intelligence Service (NASCIS). NASCIS is an online portal which contains standard
reports for each council as well as the capacity to carry out further analysis of social care data. The
online analytical tool can be found at http://nascis.ic.nhs.uk/

Recent Reports

“Community Care Statistics 2008-09: Social Services Activity Report, England” which is available at
www.ic.nhs.uk/pubs/carestats0809asr

“Personal Social Services: Expenditure and Unit Cost, England, 2008-09 [NS]” which is available at
www.ic.nhs.uk/pubs/pss0809exp

“Personal Social Services Staff of Social Services Departments at 30 September 2009, England.
[NS]” which is available at
www.ic.nhs.uk/pubs/pssstaffsept089

“Personal Social Services: Home Care Users Aged 65 or over, England - Councils with Adult Social
Services Responsibilities tables, provisional, 2008-09” which is available at
www.ic.nhs.uk/pubs/psshcu0809

“Personal Social Services Survey of Adults Receiving Com