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Introduction 
The Health and Social Information Centre (HSCIC) publishes a suite of reports on adult social care 
which cover: 

 Activity – information on customer journeys through the social care system 

 Expenditure – amounts spent by local authorities carrying out their social care activity including 
unit costs  

 Experience – surveys of service users and carers which include questions on satisfaction with 
services received and quality of life of the individual 

 Workforce – the number of, and characteristics of, staff employed by adult social services 
departments 

 Safeguarding – information on referrals to adult social care safeguarding teams. 

 Guardianship – information on the number of guardianship applications. 

 Adult Social Care Outcome Framework (ASCOF) – the series of measures in the framework. 

 Deprivation of Liberty Safeguards (DoLS) – information on the number of DoLS applications. 

 Registers of people who are blind or partially sighted – number, and characteristics, of people 
in these registers. 

More information about these returns can be found at: 
www.hscic.gov.uk/socialcarecollections2015. Data can also be accessed via the National Adult 
Social Care Intelligence Service (NASCIS)1.  

This document relates to the Survey of Adult Carers in England (SACE); a biennial national survey, 
conducted by Councils with Adult Social Services Responsibilities (CASSRs), which covers carers 
aged 18 or over, caring for a person aged 18 or over, who have been assessed or reviewed, either 
separately or jointly with the cared-for person, by social services during the 12 months prior to the 
sample being extracted. It seeks carers’ opinions on a number of topics that are considered to be 
indicative of a balanced life alongside their caring role.   

The SACE was developed in consultation with the Social Services User Survey Group (SSUSG) 
which includes Department of Health (DH) policy leads, DH and HSCIC statisticians, council 
representatives, the Care Quality Commission (CQC) and researchers from the Personal Social 
Services Research Unit (PSSRU). SSUSG reports to the National Data Collections Programme 
Board, which reports to the Data and Outcomes Board (DOB); DOB is co-chaired by the 
Association of Directors of Adult Social Services in England and the Department of Health. The 
survey has DH and Association of Directors of Adult Social Services (ADASS) approval. 

In 2009-10, a pilot survey2 was run in which councils were asked to volunteer to take part; 90 
councils agreed to do this. The findings from the pilot survey were used to develop the first 
mandatory survey (2012-13). 

In 2010-11, the Adult Social Care Survey (ASCS), which is a survey of users of adult social care 
services, was reviewed3 by the Office for National Statistics Methodology Advisory Service and a 

                                            
1
 https://nascis.hscic.gov.uk/. 

2
 Personal Social Services of Adult Carers – England 2009-10, available at 

http://www.hscic.gov.uk/pubs/psscarersurvey0910. 
3
 www.hscic.gov.uk/media/10028/ONS-Review-of-Methodology-for-the-Adult-Social-Care-User-Experience-

Survey/pdf/Paper_4_-_ONS_Review_of_Methodology_for_Adult_Social_Care_Survey.pdf. 

http://www.hscic.gov.uk/socialcarecollections2015
https://nascis.hscic.gov.uk/
http://www.hscic.gov.uk/pubs/psscarersurvey0910
http://www.hscic.gov.uk/media/10028/ONS-Review-of-Methodology-for-the-Adult-Social-Care-User-Experience-Survey/pdf/Paper_4_-_ONS_Review_of_Methodology_for_Adult_Social_Care_Survey.pdf
http://www.hscic.gov.uk/media/10028/ONS-Review-of-Methodology-for-the-Adult-Social-Care-User-Experience-Survey/pdf/Paper_4_-_ONS_Review_of_Methodology_for_Adult_Social_Care_Survey.pdf
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response4 to this review was provided in collaboration with SSUSG. The SACE shares much of the 
methodology of the ASCS; recommendations and suggestions in the ONS report were 
implemented in the SACE where appropriate.  

The SACE has received favourable ethical opinion from the Social Care Research Ethics 
Committee (SC-REC)5, which operates within the framework of the National Research Ethics 
Service. 

This survey has no direct relationship to the 2009-10 Survey of Carers in Households (SCH)6. The 
SCH questionnaire had a considerably greater number of questions and, rather than being 
conducted largely by post, used face-to-face interviews. The survey sample for the SCH was 
selected via a short screening questionnaire at addresses which were randomly selected rather 
than being selected from council records. 

  

                                            
4
 www.hscic.gov.uk/media/10029/Social-Services-User-Survey-Group-

response/pdf/SSUSG_Response_to_ONS_Review.pdf. 
5
 Further information about the Social Care Research Ethics Committee can be found at: 

www.hra.nhs.uk/resources/before-you-apply/non-nhs-recs/national-social-care-research-ethics-committee. 
6
 Survey of Carers in Households - England, 2009-10, available at: 

http://www.hscic.gov.uk/pubs/carersurvey0910. 

http://www.hscic.gov.uk/media/10029/Social-Services-User-Survey-Group-response/pdf/SSUSG_Response_to_ONS_Review.pdf
http://www.hscic.gov.uk/media/10029/Social-Services-User-Survey-Group-response/pdf/SSUSG_Response_to_ONS_Review.pdf
http://www.hra.nhs.uk/resources/before-you-apply/non-nhs-recs/national-social-care-research-ethics-committee
http://www.hscic.gov.uk/pubs/carersurvey0910


Personal Social Services Survey of Adult Carers in England 
Methodology and Further Information 

6 Copyright © 2015, Health and Social Care Information Centre. All rights reserved.  

Business Case and Relevance 
The September letter from the Health and Social Care Information Centre (HSCIC) to CASSR 
contacts informed councils that they should undertake a survey of carers. The survey is also listed 
on the Department for Communities and Local Government single data list7 as one of the data 
returns councils are required to submit under current arrangements. Carers are a key policy area.  

In 2008, the government published their strategy for carers8 which identified four key outcomes to 
be achieved by 2018: 

 Carers will not be forced into financial hardship. 

 Carers will be supported to stay mentally and physically well and treated with dignity. 

 Carers will be able to have a life of their own alongside their caring role. 

 Carers will be respected as expert care partners. 

In 2010, this strategy was refreshed9 with the main themes being: 

 Supporting those with caring responsibilities to identify themselves as carers at an early stage, 
recognising the value of their contribution and involving them from the outset both in designing 
local care provision and in planning individual care packages. 

 Enabling those with caring responsibilities to fulfil their educational and employment potential. 

 Personalised support both for carers and those they support, enabling them to have a family 
and community life. 

 Supporting carers to remain mentally and physically well. 

The Care Act 201410 gives carers new rights to support and puts them on an equal basis with the 
people they are caring for. It allows for provisions such as simplifying carers’ assessments, giving 
carers a legal right to support if they are eligible and setting the minimum level at which carers 
become eligible for support. 

Initially piloted in 2009-10, the survey provides information on carers experiences of the services 
they received and whether or not these services improved carers’ ability to care and live a life 
outside this role, and contributes to monitoring the impact of the national carers’ strategy. 

The survey is the most significant pool of personal outcome information for carers receiving support 
from CASSRs. It is an important resource for accounting for what has been achieved for local 
carers, supporting local services for carers, and enabling local authorities to make better choices 
about support for carers. It investigates whether services received by carers have helped them in 
their caring role and their life outside of caring, and seeks their perception of services provided to 
the person in receipt of care. 

The main purpose of the survey is to provide assured, benchmarked local data on outcomes to 
support local services in considering ways of improving outcomes in a very challenging financial 
climate. The survey is constructed so that an individual outcome can be disaggregated into 
constituent groups. This means that, as well as providing an overall quality of life index, the survey 

                                            
7
 The single data list, which lists all the datasets that local government must submit to central government, can be 

accessed at: www.gov.uk/government/publications/single-data-list.    
8
 Carers at the heart of 21st century families and communities: a caring system on your side, a life of your own 

http://collections.europarchive.org/tna/20100509080731/http:/dh.gov.uk/en/Publicationsandstatistics/Publications/Publi
cationsPolicyAndGuidance/DH_085345 (The National Archive).    
9
 Recognised, valued and supported: next steps for the Carers Strategy 

www.gov.uk/government/publications/recognised-valued-and-supported-next-steps-for-the-carers-strategy. 
10

 www.legislation.gov.uk/ukpga/2014/23/contents/enacted/data.htm 

https://www.gov.uk/government/publications/single-data-list
http://collections.europarchive.org/tna/20100509080731/http:/dh.gov.uk/en/Publicationsandstatistics/Publications/PublicationsPolicyAndGuidance/DH_085345
http://collections.europarchive.org/tna/20100509080731/http:/dh.gov.uk/en/Publicationsandstatistics/Publications/PublicationsPolicyAndGuidance/DH_085345
http://www.gov.uk/government/publications/recognised-valued-and-supported-next-steps-for-the-carers-strategy
http://www.legislation.gov.uk/ukpga/2014/23/contents/enacted/data.htm
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provides intelligence on whether specific groups experience better outcomes, whether services are 
meeting all outcome needs, and in time, the value added by social services. 

Data from the survey questions are used to populate five of the measures from the ASCOF. These 
are:  

 1D: Carer-reported quality of life (Q7-12). 

 1I2: The proportion of carers who reported that they had as much social contact as they would 

like (Q23).  

 3B: Overall satisfaction of carers with social services (Q4). 

 3C: The proportion of carers who report they have been included or consulted in discussions 

about the person they care for (Q15). 

 3D2: The proportion of carers who find it easy to find information about support (Q13). 

The Handbook of Definitions and further information about the 2014-15 ASCOF can be found at: 
www.gov.uk/government/publications/adult-social-care-outcomes-framework-2014-to-2015. 

More uses of the survey are given in the section ‘Users and uses of the statistics’ (page 12). 

  

http://www.gov.uk/government/publications/adult-social-care-outcomes-framework-2014-to-2015
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Overview of Methodology 
Councils are asked to send questionnaires to a random sample of carers aged 18 or over, caring 
for someone aged 18 or over, who have been assessed or reviewed, either separately or jointly 
with the cared-for person, by social services during the 12 months prior to the sample being 
extracted. This is the same population of carers as those aged 18 or over, eligible to be included in 
the first two rows of table 3, LTS003 of the Short and Long Term (SALT) return11. Councils select a 
date between 1 June and 30 September to extract the list of carers. 

The HSCIC provides councils with detailed survey guidance and with survey materials such as 
questionnaires, forms and letters. There are large-print and translated versions of the materials. 
The questionnaires are also provided as an interview script so that carers who request an interview 
can participate in the survey. 

The model questionnaires and interview scripts are generic and contain sections that are 
customised by councils. Councils may include additional questions or free-text boxes for local 
research purposes; any proposals to do so are subject to HSCIC approval. 

The survey uses data from a sample of service users to make inferences (or estimates) about the 
whole population. These estimates are subject to a degree of uncertainty that can be expressed as 
a ‘margin of error’. The margin of error of an estimate is related to the proportion of the population 
that responds to the survey; as this proportion increases, the margin of error decreases. Therefore, 
the margin of error can be reduced by increasing the survey sample size and/or response rate. 
Councils are required to select a sample such that the survey results have a margin of error of less 
than five percentage points. 

The selected sample is checked for carers who should not be sent a survey for one or more 
reasons. For example, the person has stopped being a carer, the carer or the cared-for person has 
died, the carer has been hospitalised, or is involved in an open safeguarding alert or investigation. 
In addition, a survey is not sent if the carer is in active dispute with the council and it is felt that 
sending them a questionnaire could be perceived as being unduly provocative or insensitive. 
Service users removed from the sample for any of these reasons are replaced with other randomly 
selected eligible carers.  

The recommended fieldwork period is during October and November. The survey is conducted 
mainly using a postal questionnaire. Councils can use a face-to-face or telephone interview if 
requested by the carer. One reminder letter is sent to each non-respondent . 

The returned questionnaires are coded onto the data return and the resulting datasets are returned 
to the HSCIC for validation and analysis.  

Further information about the SACE, such as the guidance document (which contains more detail 
about the survey process) and the survey materials, can be found at: 
http://www.hscic.gov.uk/sace1415. 

 

 

  

                                            
11

 SALT guidance for 2014-15 is available at: www.hscic.gov.uk/socialcarecollections2015.  

http://www.hscic.gov.uk/sace1415
http://www.hscic.gov.uk/socialcarecollections2015
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Data Quality 

Accuracy  
The proximity between an estimate and the unknown true value 

Non-response and Sampling Bias 

Non-response and sampling bias can occur if response rates are low and if particular subgroups of 
the population are more likely to respond than others.  

Confidence Interval 

Surveys based on samples produce statistics that are estimates of the real figure for the whole 
population which would only be known if the entire population had been surveyed. Therefore, an 
estimate from a sample survey has a confidence interval, which is the range that is reasonably 
certain to contain the true statistic. 

In this survey, councils are required to achieve a 95 per cent confidence interval for survey 
estimates no wider than ±5 percentage points for an estimate of 50 per cent. For example, 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 45 per cent and 55 per cent. 

When comparing two estimates, where confidence intervals do not overlap, the estimates are 
considered statistically different. 

Margin of Error 

In a confidence interval, the range of values above and below the sample statistic is called the 
margin of error. In the example given in the section above, the margin of error is 5 percentage 
points. See ‘Appendix B: Calculating Margin of Error and Confidence Interval’ on page 18 for 
further information. 

Validation 

When the questionnaires are returned to the council they are entered onto a data return provided 
by the HSCIC. The data return includes built-in validations and summary tables that assist councils 
in assessing the quality of their data before submitting it to the HSCIC. 

The Survey Data Return Validator (an Excel-based macro) is available to councils12. This enables 
them to assess data quality in the data return prior to submission. It carries out a number of checks 
on the data return including structural integrity, data matching acceptable values, consistency 
between data in related columns, and identifying potential anomalies in distributions. 

Further validation is carried out centrally by the HSCIC following receipt of data returns. The results 
of these validations are sent to councils and they have an opportunity to either submit revised data 
or provide explanations for any validation rules which have been flagged.  

Only data that pass validation checks are included in the HSCIC analysis.  

Coherence and comparability 
Coherence is the degree to which data that are derived from different sources or methods, 
but refer to the same topic, are similar 

The data are derived from consistent data sources and collection methods, therefore has a high 
degree of coherence. 

                                            
12

 Available to download at www.hscic.gov.uk/article/4793/User-survey-guidance---2014-15  

http://www.hscic.gov.uk/article/4793/User-survey-guidance---2014-15
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The mandatory survey questions and sample criteria were not changed between the 2012-13 and 
2014-15 surveys therefore the two surveys are largely comparable. There were however some 
important changes to the methodology between these two surveys, as explained in the 
methodological change notice for this report13, and these should be borne in mind when making 
comparisons. 

We do not recommend making comparisons to the 2009-10 pilot survey; see Appendix A for further 
information. 

Accessibility and clarity 
There are no restrictions to access to the published data. The data are published at individual-level 
in this publication in a CSV format and guidance is provided on how to use this information. Some 
sensitive variables and unique records are removed from the dataset for data protection and 
disclosure reasons. More information is given in the CSV guidance document14.  

Assessment of user needs and perceptions 
The processes for finding out about users and uses, and their views on the statistical 
products 

The survey and associated data collection was developed in collaboration with SSUSG. 

The survey was included in a consultation on social care collections that took place during the 
summer of 2012, known as the ‘Consultation on Adult Social Care Data Developments 2012’. More 
information can be seen at: http://www.hscic.gov.uk/media/9756/2-Consultation-on-Adult-Social-
Care-Data-Developments-2012-Main-Consultation-
Document/pdf/2_Consultation_Main_consultation_doc.pdf.  

The survey was also included in a consultation which sought feedback on implications of the 
introduction of the Care Act 2014. This consultation was known as ‘Consultation on the data 
requirements for the Safeguarding Adults Return and Adult Social Care User and Carer Surveys in 
response to the Care Act’. More information can be seen at 
http://www.hscic.gov.uk/media/15812/Consultation-Questions/pdf/consultation_questions_(1).pdf. 
The findings of this consultation that are relevant to the survey are available in the report at 
http://www.hscic.gov.uk/media/16553/Adult-Social-Care-User-Experience-
Surveys/pdf/CareActConsultation-Surveys.pdf.  

Performance, cost and respondent burden 
The effectiveness, efficiency and economy of the statistical output 

The cost to the analytical team within the HSCIC of developing, collecting, validating and 
disseminating the survey is approximately £70,000. This excludes the any cost apportionment of 
central HSCIC functions such as IT, Finance, HR etc. 

The collective cost to the local authorities involved, to administer this survey, is currently under 
review by the HSCIC.  

The burden for respondents to the survey was reported to the Online List of Government Statistical 
Surveys as approximately 19,000 person-hours. 

  

                                            
13

 Available to download at www.hscic.gov.uk/media/18150/Personal-Social-Services-Survey-of-Adult-Carers-in-
England-2014-15/pdf/MethChange20150724_SACE_2014-15.pdf 
14

 The CSV guidance document can be found at http://www.hscic.gov.uk/pubs/psscarersurvey1415 

http://www.hscic.gov.uk/media/9756/2-Consultation-on-Adult-Social-Care-Data-Developments-2012-Main-Consultation-Document/pdf/2_Consultation_Main_consultation_doc.pdf
http://www.hscic.gov.uk/media/9756/2-Consultation-on-Adult-Social-Care-Data-Developments-2012-Main-Consultation-Document/pdf/2_Consultation_Main_consultation_doc.pdf
http://www.hscic.gov.uk/media/9756/2-Consultation-on-Adult-Social-Care-Data-Developments-2012-Main-Consultation-Document/pdf/2_Consultation_Main_consultation_doc.pdf
http://www.hscic.gov.uk/media/15812/Consultation-Questions/pdf/consultation_questions_(1).pdf
http://www.hscic.gov.uk/media/16553/Adult-Social-Care-User-Experience-Surveys/pdf/CareActConsultation-Surveys.pdf
http://www.hscic.gov.uk/media/16553/Adult-Social-Care-User-Experience-Surveys/pdf/CareActConsultation-Surveys.pdf
http://www.hscic.gov.uk/media/18150/Personal-Social-Services-Survey-of-Adult-Carers-in-England-2014-15/pdf/MethChange20150724_SACE_2014-15.pdf
http://www.hscic.gov.uk/media/18150/Personal-Social-Services-Survey-of-Adult-Carers-in-England-2014-15/pdf/MethChange20150724_SACE_2014-15.pdf
http://www.hscic.gov.uk/pubs/psscarersurvey1415
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Confidentiality, transparency and security 
The procedures and policy used to ensure sound confidentiality, security and transparent 
practices 

The data contained in this publication are collected and prepared in line with the Code of Practice 
for Official Statistics.  

www.statisticsauthority.gov.uk/national-statistician/guidance/index.html. 

Please see the links below to the relevant policies and guidance material. 

Statistical Governance Policy 

www.hscic.gov.uk/media/1350/Publications-Calendar-Statistical-Governance-
Policy/pdf/The_HSCIC_Statistical_Governance_Policy_v3.1.pdf. 

Small Numbers Procedure 

www.hscic.gov.uk/media/13158/Small-Numbers-Procedure/pdf/Small_Numbers_Procedure.pdf.  

Freedom of Information Process 

www.hscic.gov.uk/foi. 

NHS Anonymisation Standard 

www.isb.nhs.uk/library/standard/128. 

Data Access and Information Sharing 

http://www.hscic.gov.uk/dars 

http://systems.hscic.gov.uk/infogov 

  

http://www.statisticsauthority.gov.uk/national-statistician/guidance/index.html
http://www.hscic.gov.uk/media/1350/Publications-Calendar-Statistical-Governance-Policy/pdf/The_HSCIC_Statistical_Governance_Policy_v3.1.pdf
http://www.hscic.gov.uk/media/1350/Publications-Calendar-Statistical-Governance-Policy/pdf/The_HSCIC_Statistical_Governance_Policy_v3.1.pdf
http://www.hscic.gov.uk/media/13158/Small-Numbers-Procedure/pdf/Small_Numbers_Procedure.pdf
http://www.hscic.gov.uk/foi
http://www.isb.nhs.uk/library/standard/128
http://www.hscic.gov.uk/dars
http://systems.hscic.gov.uk/infogov
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Users and uses of the statistics 

Uses of statistics by known users 
The survey is used to populate several outcome measures in the ASCOF. 

Department of Health 

The survey is used to: 

 Inform policy monitoring. 

 Inform speeches and briefings for Ministers and senior officials. 

 Answer Parliamentary Questions and Prime Minister’s Questions. 

 Answer media enquiries and inform other correspondence. 

Towards Excellence in Adult Social Care 

TEASC is a programme to help councils improve their performance in adult social care. The sector-
led initiative builds on the self-assessment and improvement work already carried out by councils. 
The key emphasis of this new approach is on promoting innovation and excellence and collective 
ownership of improvement. Its core elements involve regional work; robust performance data; self-
evaluation; and peer support and challenge. TEASC includes representatives from the Association 
of Directors of Adult Social Services (ADASS), LGA, CQC, DH, the Social Care Institute for 
Excellence (SCIE), the Society of Local Authority Chief Executives (SOLACE) and Think Local, Act 
Personal (TLAP). TEASC reports may use data from this publication. 

Councils with Adult Social Services Responsibilities 

Councils will use the survey in different ways but there will be some commonality between them. 
Ways in which councils use the survey will include: 

 Benchmarking against other councils. 

 Measuring/monitoring local performance.  

 Policy development. 

 Service development, planning and improvement. 

 Management Information, local reporting, accountability. 

 Informing business cases. 

 Identifying any immediate priorities/areas for concerns. 

Academics and other known users 

The data are used by the Personal Social Services Research Unit at the University of Kent to 
explore and understand variations in quality and outcomes in social care services. The results of 
these analyses are used to feed into social care policy and practice. In particular, the work helps 
inform the Adult Social Care Outcomes Framework. 

Unknown users 
The survey publication is free to access via the HSCIC website and therefore the majority of users 
will access this publication without being known to the HSCIC. It is important to understand how 
these users are using the statistics and also to gain feedback on how we can make the data more 
useful to them. We welcome feedback on this publication. To provide feedback, please complete 
the form available at: www.hscic.gov.uk/haveyoursay.   

http://www.hscic.gov.uk/haveyoursay


Personal Social Services Survey of Adult Carers in England 
Methodology and Further Information 

Copyright © 2015, Health and Social Care Information Centre. All rights reserved. 13 

Appendix A: Comparisons with the 2009-10 pilot survey 
The carers’ survey was first piloted on a voluntary basis in 2009-10, when 90 out of 152 councils 
(59 per cent) participated. There were 58 questions in the pilot, some of which were optional. 

The 2009-10 report is available at: http://www.hscic.gov.uk/pubs/psscarersurvey0910.  

We do not recommend making comparisons between the 2009-10 pilot survey and the results for 
2012-13 and 2014-15 shown in this report, for the following reasons: 

The pilot survey contained 58 questions, some of which were optional. The new survey contains 27 
questions, and as these were developed in response to feedback from the pilot, only 16 of these 
questions are the same in both surveys, in terms of being mandatory in both surveys, their wording 
and possible responses (table A1). 

1. Only 90 councils, out of a possible 152, undertook the pilot survey, and not all of them provided 
responses to all of the questions. 

2. The response rate in 2012-13 was 46 per cent, compared with 40 per cent for the pilot survey. 
Initial comparisons suggest the profile of characteristics of respondents (e.g. age and condition 
of the person cared for) was broadly similar between surveys. 

3. The sampling frame for the 2009-10 survey included carers who were known to the cared for 
person by association i.e. they were in receipt of services from the council. This was not the 
case for the 2012-13 and 2014-15 samples where the carer had either been receiving services 
or been assessed for suitability for services from the council. 41 of the 90 councils that took 
part in 2009-10 survey included carers known by association; this equates to 19 per cent of the 
total responses received. 

4. The ordering of questions and their position within a questionnaire can also have an impact on 
the way in which people respond to a survey. Table D1 shows where corresponding questions 
appeared across the two surveys. 

However, should you wish to review the 2009-10 scores alongside 2012-13 scores for identical 
questions, a time series analysis is available in Appendix D of the 2012-13 Final Report, available 
at www.hscic.gov.uk/pubs/psscarersurvey1213f.  

  

http://www.hscic.gov.uk/pubs/psscarersurvey0910
http://www.hscic.gov.uk/pubs/psscarersurvey1213f
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Table A1: Question numbers of questions that were identical in the 2009-10 and 2012-13 
surveys 

2012-13 
and 
2014-15 
Survey 
Question 
Number 

2009-10 
Survey 
Question 
Number 

Question 

Section 1: About the person you care for 

1 3 How old is this person?_____________years 

2 5 Does the person you care for have....? 

Please tick [] all that apply 

 Dementia 
 A physical disability  
 Sight or hearing loss 
 A mental health problem 
 Problems connected to ageing 
 A learning disability or difficulty 
 Long-standing illness 
 Terminal illness 
 Alcohol or drug dependency 

3 6 Where does the person you care for usually live? 

Please tick [] one box 

 With me 
 Somewhere else 

Section 3: The impact of caring and your quality of life 
7 18 Which of the following statements best describes how you spend 

your time? 

When you are thinking about what you do with your time, please 
include anything you value or enjoy, including formal employment, 
voluntary or unpaid work, caring for others and leisure activities.  

Please tick [] one box 

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

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

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

8 20 Which of the following statements best describes how much 
control you have over your daily life? 

Please tick [] one box 

 I have as much control over my daily life as I want 
 I have some control over my daily life but not enough 
 I have no control over my daily life 
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2012-13 
and 
2014-15 
Survey 
Question 
Number 

2009-10 
Survey 
Question 
Number 

Question 

9 21 Thinking about how much time you have to look after yourself – in 
terms of getting enough sleep or eating well – which statement 
best describes your present situation?  

Please tick [] one box 

 I look after myself 
 Sometimes I can’t look after myself well enough 
 I feel I am neglecting myself 

10 22 Thinking about your personal safety, which of the statements best 
describes your present situation?  

By ‘personal safety’ we mean feeling safe from fear of abuse, 
being attacked or other physical harm. 

Please tick [] one box 

 I have no worries about my personal safety 
 I have some worries about my personal safety 
 I am extremely worried about my personal safety 

11 23 Thinking about how much social contact you’ve had with people 
you like, which of the following statements best describes your 
social situation? 

Please tick [] one box 

 I have as much social contact as I want with people I like 
 I have some social contact with people but not enough 
 I have little social contact with people and feel socially 

isolated 

12 24 Thinking about encouragement and support in your caring role, 
which of the following statements best describes your present 
situation? 

Please tick [] one box 

 I feel I have encouragement and support  
 I feel I have some encouragement and support but not 

enough 
 I feel I have no encouragement and support 
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2012-13 
and 
2014-15 
Survey 
Question 
Number 

2009-10 
Survey 
Question 
Number 

Question 

Section 5: Arrangement of support and services in the last 12 months 

15 37 In the last 12 months, do you feel you have been involved or 
consulted as much as you wanted to be, in discussions about the 
support or services provided to the person you care for? 

Please tick () one box 

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

 I always felt involved or consulted  
 I usually felt involved or consulted 
 I sometimes felt involved or consulted 
 I never felt involved or consulted 

Section 6: About yourself  

17 48 Thinking about combining paid work and caring, which of the 
following statements best describes your current situation? 

Please tick [] one box 

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

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

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

 I am not in paid employment because of my caring 
responsibilities 

 I am not in paid employment  for other reasons 
 I am self-employed or retired 

18 49 About how long have you been looking after or helping the person 
you care for?  

Please tick [] one box 

 Less than 6 months 
 Over 6 months but less than a year 
 Over 1 year but less than 3 years 
 Over 3 years but less than 5 years 
 Over 5 years but less than 10 years 
 Over 10 years but less than 15 years 
 Over 15 years but less than 20 years 
 20 years or more 
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2012-13 
and 
2014-15 
Survey 
Question 
Number 

2009-10 
Survey 
Question 
Number 

Question 

21 52 Do you have any of the following?  

Please tick [] all that apply 

 A physical impairment or disability 
 Sight or hearing loss 
 A mental health problem or illness 
 A learning disability or difficulty 
 A long-standing illness 
 Other 
 None of the above 

22 53 How old are you? ________________ years 

23 54 Are you male or female? 

Please tick [] one box 

 Male 
 Female 

25 56 Did someone help you to complete this questionnaire? 

Please tick [] one box 

 Yes 
 No 
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Appendix B: Calculating Margin of Error and Confidence 
Interval 
A standard formula for the calculation of a margin of error for the estimate of a proportion p from a 
sample survey is: 

 

     √((
      

 
) (

   

 
))

 
 

where:   

p is the sample proportion 
n is the sample size achieved (number of useable responses) 

N is the size of the eligible population. 
 

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

Example 
Council A has 11,600 eligible service users and sent questionnaires to 1,100, of which 452 were 
returned by users. The responses received to the question ‘Thinking about your personal care, by 
which we mean being clean and presentable in appearance, which of the following statements best 
describes your situation?’ were: 
 
Response  Number 
I feel clean and am able to present myself the way I like 206 
I feel adequately clean and presentable  161 
I feel less than adequately clean or presentable 22 
I don’t feel at all clean or presentable  3 
Responded to survey but not this question 60 
 

             
 

  
   

   
       

 

         
 
Substituting the above values of p, n and N into the formula, the margin of error for p is calculated 
as: 
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))                              

 
For council A therefore, the 95 per cent confidence interval is 0.526 ± 0.049 
 
This means that the true proportion (i.e. the equivalent value of p if the entire population was 
surveyed) would lie between 0.477 (0.526-0.049) and 0.575 (0.526+0.049) for 95 samples out of 
100. 
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For further details on the calculation of confidence intervals, an additional worked example and a 
Confidence Interval Calculator, please refer to the Confidence Interval Calculator workbook 
available at http://www.hscic.gov.uk/social-care/running-and-using-surveys. 

Weights are used to calculate a national, regional and council type estimate which makes the 
calculation of confidence intervals for these aggregated results more complicated. The standard 
formula for variance of estimates in a stratified design has been used taking each council as a 
stratum. 

Taking H to be the total number of councils within the survey; the sampling weight for each council 
h, where h=1,…,H, is denoted by 
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where    is the number of eligible population elements in each council and 

∑  

 

   

 

is the overall eligible population for the survey. 

The variance is: 
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This provides the information needed to calculate the 95 per cent confidence interval, calculated 
by: 

              √     

where:   

p is the sample proportion (statistic of interest) for the aggregated result 

ph is the sample proportion in council h 

nh is the achieved sample size (number of useable responses) in council h 

Nh is the size of the eligible population in council 

H is the number of councils. 

In the normal distribution, 95% of the area under a normal curve lies within roughly 1.96 standard 
deviations of the mean. The HSCIC uses PROC SURVEYMEANS, within the SAS software 
package, to calculate margins of error. Rather than using 1.96, this uses a calculation15 which gives 
slightly greater accuracy and makes fewer assumptions about the sample size. 

  

                                            
15

https://support.sas.com/documentation/cdl/en/statug/63347/HTML/default/viewer.htm#statug_surveymeans_a000000
0226.htm 

 

http://www.hscic.gov.uk/social-care/running-and-using-surveys
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Appendix C: Model questionnaire 
Note: highlighted items are updated by councils when preparing the questionnaire for distribution. 

Caring for Others 
 

Why was I selected? 

You have been selected from our records at random, along with many other carers who 
have been assessed in the last 12 months, and everyone is being asked the same questions. 
 
What if the person I care for is in hospital or in a care home or hospice? 
We would still like you to fill in this form even if the person you care for is in hospital or has 
moved into a care home.   
 
We have tried not to send this form to you if we know the person you cared for has died.  
However, in certain circumstances this may have been unavoidable.  If this is the case please 
complete the form if you feel able, or alternatively please return it blank in the envelope 
provided. 
 
What do you want me to do? 
For your views to count please return the form in the envelope provided by [insert date]. 
You do not need to answer all of the questions if you do not want to and this won’t affect 
any services you may receive.  You don’t need to put a stamp on the envelope.   
 
Will I be sent a reminder if I don’t respond?  
If you do not return the form then you may be sent a reminder.  If you do not want one then 
please send back the blank form in the envelope provided. 
 
I need help to fill in the form what should I do? 
If you have any questions about the survey or would like it in another format (e.g. large print 
or another language) then please contact us on [telephone / text phone].  You can email us 
on [email address] or write to us at the address on the enclosed envelope.  You can ask 
someone to help you, but please remember that it is your views and your experiences that 
are important to us, rather than the views of anyone that helps you.  Staff involved in the 
provision of your services or support or the services or support for the person you care for 
should not help you to fill it in.  The person you care for should also not help you fill it in as 
we want to capture your views as a carer. 
 
Will my answers be confidential? 

Your answers will be treated in strict confidence and any help you may get will not be 
affected.  You will not be personally identified in the results which are shared with the 
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Department of Health and the Health and Social Care Information Centre.  No-one directly 
involved in providing services to you will see your answers. 
 
The code on the form is used to make sure that when you return it we do not send you 
another one.  However, if you say on the form that you are being hurt or harmed by 
anybody or you are extremely worried about your personal safety at question  10 we will 
contact you.  These are the only circumstances under which this code will be used to identify 
you personally unless you volunteer to take part in further research by ticking the box in 
question 27 [this text should be removed if councils do not include this question]. 
 
Councils may change this if they would contact more than those who say they are extremely 
worried 
 
What will be done with the results of the survey? 

The results will be used by us, the Care Quality Commission, the Department of Health and 
the Health and Social Care Information Centre to look at what people think about any help 
provided to them.  The results may also be used for further research or analysis.  You will 
not be personally identified in any report or summary. 
 
How can I find out more about the survey or get it in another format? 

If you have any questions about the survey, or need it in another format, e.g. another 
language or in large print.  Please ring [insert telephone number at between [open time] and 
[end time] on [days]] to make a request.  [Councils can vary these hours or expand this 
sentence e.g. to say leave a message and someone will get back to you] 

 
Thank you for helping us by completing this questionnaire. 

 
Councils wishing to provide a channel for carers to get in touch about further information, 

advice or services could insert contact details here
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If you look after a family member, partner or friend in need of support or services because 
of their age, physical or learning disability or illness, including mental illness, we would 

like you to complete this questionnaire. 
 

Section 1: About the person you care for 
The questions in this section ask about the person you care for, by which we mean 
the person you look after or help, and your experience of support and services. 

 

If you care for more than one person, please answer only in relation to the person 
you spend the most time helping. If you spend an equal amount of time caring for 
two or more people, please answer in relation to the person who lives with you. If 
you live with two or more people that you spend an equal amount of time caring 
for, please choose one person to answer about. 

 
1. How old is this person?_____________years 
 
(If you don’t know the exact age please give an approximate one) 
 
 
2.  Does the person you care for have....? 
 
Please tick [] all that apply 

 

  Dementia a (1) 

    

  A physical disability b (1) 

    

  Sight or hearing loss c (1) 

    

  A mental health problem d (1) 

    

  Problems connected to ageing e (1) 

    

  A learning disability or difficulty f (1) 

    

  Long-standing illness g (1) 

    

  Terminal illness h (1) 

    

  Alcohol or drug dependency i (1) 
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3. Where does the person you care for usually live? 
 
Please tick [] one box 
 

  With me 1 

    

  Somewhere else 2 

 
 
 
4. Overall, how satisfied or dissatisfied are you with the support or services you and 

the person you care for have received from Social Services in the last 12 months? 
 
Please tick () one box 
 

 
 

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

1 

 
 

 

  I am extremely satisfied 2 

    

  I am very satisfied 3 

    

  I am quite satisfied 4 

    

  I am neither satisfied nor dissatisfied 5 

    

  I am quite dissatisfied 6 

    

  I am very dissatisfied 7 

    

  I am extremely dissatisfied 8 

 
 



Personal Social Services Survey of Adult Carers in England 
Methodology and Further Information 

24 Copyright © 2015, Health and Social Care Information Centre. All rights reserved.  

5. Has the person you care for used any of the support or services listed below in the 
last 12 months?  

 
They may be provided by different organisations, such as a voluntary organisation, a 
private agency or Social Services. 

 
Please tick () one box per row 

 Yes 
 

No 
Don’t 
know 

a. Support or services allowing you to take a break from 
caring at short notice or in an emergency 

 1  2  3 

      

       
b. Support or services allowing you to take a break from 

caring for more than 24 hours 
 1  2  3 

      

       
c. Support or services to allow you to have a rest from 

caring for between 1 and 24 hours (eg. a sitting service) 
 1  2  3 

      

       
d. Personal assistant  1  2  3 

       
e. Home care/home help  1  2  3 

       
f. Day centre or day activities  1  2  3 

       
g. Lunch club  1  2  3 

       
h. Meals Services  1  2  3 

       
i. Equipment or adaptation to their home (such as a 

wheelchair or handrails) 
 1  2  3 

      
       
j. Lifeline Alarm  1  2  3 

       
k. They are permanently resident in a care home  1  2  3 

 
It is possible for councils to add options to question 5 above for local use such as supported 
employment or special college.  Responses to any additional options should not be returned 
to the HSCIC 
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Section 2: About your needs and experiences of support 

The questions in this section ask about the support and services that you use as a 
carer. They may be arranged by you or by Social Services. They may be provided by 
a voluntary organisation, a private agency or Social Services. 

 
 
6. Have you used any of the support or services listed below, to help you as a carer 

over the last 12 months? 
 

They may be provided by different organisations, such as a voluntary organisation, a 
private agency or Social Services.  Please do not include any unpaid help from family 
and friends. 

 
Please tick () one box per row 

 Yes 
 

No 
Don’t 
know 

a. Information and advice  1  2  3 

       
b. Support from carers groups or someone to talk to in 

confidence 
 1  2  3 

      

       
c. Training for carers  1  2  3 

       
d. Support to keep you in employment  1  2  3 

 
It is possible for councils to add options to question 6 above for local use such as advocacy 
for carers, help with household tasks and gardening and practical help to complete forms.  
Responses to any additional options should not be returned to the HSCIC 
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Section 3: The impact of caring and your quality of life 
Some of the questions in this section look at the impact of caring on particular 
aspects of your life, while others ask about the quality of different parts of your life 
more generally.  
 
 
7. Which of the following statements best describes how you spend your time? 
 

When you are thinking about what you do with your time, please include anything 
you value or enjoy, including formal employment, voluntary or unpaid work, caring 
for others and leisure activities.  

 
Please tick [] one box 

 

 I’m able to spend my time as I want, doing things I value or enjoy 1 

   

 I do some of the things I value or enjoy with my time but not enough 2 

   

 I don’t do anything I value or enjoy with my time 3 

 
 
 
8. Which of the following statements best describes how much control you have over 

your daily life? 
 
Please tick [] one box 

 

 I have as much control over my daily life as I want 1 

   

 I have some control over my daily life but not enough 2 

   

 I have no control over my daily life 3 
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9. Thinking about how much time you have to look after yourself – in terms of getting 
enough sleep or eating well – which statement best describes your present 
situation?  

 
Please tick [] one box 

 

 I look after myself 1 

   

 Sometimes I can’t look after myself well enough 2 

   

 I feel I am neglecting myself 3 

 
 
 
10. Thinking about your personal safety, which of the statements best describes your 

present situation?  
 

By ‘personal safety’ we mean feeling safe from fear of abuse, being attacked or other 
physical harm. 

 
Please tick [] one box 

 

 I have no worries about my personal safety 1 

   

 I have some worries about my personal safety 2 

   

 I am extremely worried about my personal safety 3 

 
 
 
11. Thinking about how much social contact you’ve had with people you like, which of 

the following statements best describes your social situation? 
 
Please tick [] one box 

 

 I have as much social contact as I want with people I like 1 

   

 I have some social contact with people but not enough 2 

   

 I have little social contact with people and feel socially isolated 3 

 
 



Personal Social Services Survey of Adult Carers in England 
Methodology and Further Information 

28 Copyright © 2015, Health and Social Care Information Centre. All rights reserved.  

 
12. Thinking about encouragement and support in your caring role, which of the 

following statements best describes your present situation? 
 

Please tick [] one box 
 

 I feel I have encouragement and support 1 

   

 I feel I have some encouragement and support but not enough 2 

   

 I feel I have no encouragement and support 3 
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Section 4: Information and advice quality 
The next questions ask for your views about the quality of information and advice. 

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

advice about support, services or benefits? Please include information and advice 
from different sources, such as voluntary organisations and private agencies as well 
as Social Services. 

 
Please tick () one box 
 

  I have not tried to find information or advice in the last 12 months 1 

 

 

  Very easy to find 2 

    

  Fairly easy to find 3 

    

  Fairly difficult to find 4 

    

  Very difficult to find 5 

 
If you found it difficult to find information and advice, please tell us why and what 
we can do to make it easier for you 

 
 
 
 
 

 
 
The “please tell us why” box is optional.  Responses obtained should not be returned to the 
HSCIC 
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14. In the last 12 months, how helpful has the information and advice you have received 
been? Please include information and advice from different organisations, such as 
voluntary organisations and private agencies as well as Social Services. 

 
Please tick () one box 
 

  I have not received any information or advice in the last 12 months 1 

 

 

  Very helpful 2 

    

  Quite helpful 3 

    

  Quite unhelpful 4 

    

  Very unhelpful 5 

 
If you found the information and advice you received unhelpful, please tell us why 
and what we can do to make it more helpful for you 

 
 
 
 
 
 

 
The “please tell us why” box is optional.  Responses obtained should not be returned to the 
HSCIC 
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Section 5: Arrangement of support and services in the last 12 months 
The next question is about organising the support and services for you and the 
person you care for.  

 
15. In the last 12 months, do you feel you have been involved or consulted as much as 

you wanted to be, in discussions about the support or services provided to the 
person you care for? 

 
Please tick () one box 
 

  There have been no discussions that I am aware of, in the last 12 months 1 

 

 

  I always felt involved or consulted 2 

    

  I usually felt involved or consulted 3 

    

  I sometimes felt involved or consulted 4 

    

  I never felt involved or consulted 5 
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Section 6: About yourself  
The next group of questions helps us to get a better picture of the types of carers 
who took part in this survey. 

 
16. In addition to your caring role, please tell us which of the following also applies to 

you? 
 
Please tick [] all that apply 
 

  Retired a (1) 

    

  Employed full-time b (1) 

    

  Employed part-time (working 30 hours or less) c (1) 

    

  Self-employed full-time d (1) 

    

  Self-employed part-time e (1) 

    

  Not in paid work f (1) 

    

  Doing voluntary work g (1) 

    

  Other h (1) 
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17. Thinking about combining paid work and caring, which of the following statements 
best describes your current situation? 

 
Please tick [] one box 
 

  I am in paid employment  and I feel supported by my employer 1 

    

  I am in paid employment but I don’t feel supported by my employer 2 

    

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

3 

 
    

  I am not in paid employment because of my caring responsibilities 4 

    

  I am not in paid employment  for other reasons 5 

    

  I am self-employed or retired 6 

 
 
18. About how long have you been looking after or helping the person you care for?  
 
Please tick [] one box 
 

  Less than 6 months 1 

    

  Over 6 months but less than a year 2 

    

  Over 1 year but less than 3 years 3 

    

  Over 3 years but less than 5 years 4 

    

  Over 5 years but less than 10 years 5 

    

  Over 10 years but less than 15 years 6 

    

  Over 15 years but less than 20 years 7 

    

  20 years or more 8 
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19. About how long do you spend each week looking after or helping the person you care 
for? 

 
Please tick [] one box 
 

  0-9 hours per week 1 

    

  10-19 hours per week 2 

    

  20-34 hours per week 3 

    

  35-49 hours per week 4 

    

  50-74 hours per week 5 

    

  75-99 hours per week 6 

    

  100 or more hours per week 7 

    

  Varies – Under 20 hours per week 8 

    

  Varies – 20 hours or more per week 9 

    

  Other 10 

 

If other please specify:  
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20. Over the last 12 months, what kinds of things did you usually do for the person you 
care for? 

 
Please tick [] all that apply 
 

  Personal care? a (1) 

  (Things like dressing, bathing, washing, shaving, cutting nails, feeding, using the 
toilet) 

 

    

  Physical help? b (1) 

  (Such as helping with walking, getting up and down stairs, getting into and out of 
bed) 

 

    

  Helping with dealing with care services and benefits? c (1) 

  (Things like making appointments and phone calls, filling in forms)  

    

  Helping with paperwork or financial matters? d (1) 

  (Such as writing letters, sending cards, filling in forms, dealing with bills, banking)  

    

  Other practical help? e (1) 

  (Things like preparing meals, doing his/her shopping, laundry, housework, 
gardening, decorating, household repairs, taking to doctor’s or hospital) 

 

    

  Keeping him/her company? f (1) 

  (Things like visiting, sitting with, reading to, talking to, playing cards or games)  

    

  Taking him/her out? g (1) 

  (Such as taking out for a walk or drive, taking to see friends or relatives)  

    

  Giving medicines? h (1) 

  (Things like making sure he/she takes pills, giving injections, changing dressings)  

    

  Keeping an eye on him/her to see he/she is all right? i (1) 

    

    

  Giving emotional support? j (1) 

    

    

  Other help? k (1) 
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21. Do you have any of the following?  
 
Please tick [] all that apply 

 

  A physical impairment or disability a (1) 

    

  Sight or hearing loss b (1) 

    

  A mental health problem or illness c (1) 

    

  A learning disability or difficulty d (1) 

    

  A long-standing illness e (1) 

    

  Other f (1) 

    

  None of the above g (1) 

 
 

 

22. How old are you? ________________ years 
 
Councils may choose to omit the above question if it can be supplied accurately from their 
current records. 
 
 
 
23. Are you male or female? 
 
Please tick [] one box 

 

 Male 1 

   

 Female 2 

 
Councils may choose to omit the above question if it can be supplied accurately from their 
current records. 
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24. To which of these groups do you consider you belong? 
 

Please tick () one box 

  White (British, Irish, any other White background) 1 

    
      Mixed (White and Black Caribbean, White and Black African, White and Asian, any 

21 

  other Mixed background) 

      Asian or Asian British (Indian, Pakistani, Bangladeshi, any other Asian  
41 

  background) 

      Black or Black British (Caribbean, African, or any other Black background) 
61 

   

      Chinese 81 

    
      Any other ethnic group 89 

 
Councils may choose to omit the above question and supply data from their own records if 
they are confident of the quality and coverage of the information about the carer’s 
assessment of their ethnic origin in their current records. Councils including this question 
may break down the categories further if they wish to do so. 
 
 
 
25. Did someone help you to complete this questionnaire? 
 
Please tick [] one box 

 

 Yes 1 

   

 No 2 

 
Councils may seek further information on the category of person who helped here if they 
wish – but these should only be categories of person (e.g. relative) and not names. Any 
expanded categories need to be aggregated back to just an overall ‘yes’ category before 
entering the results onto the data return.  
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26. Please use the space provided below to describe any other experiences you would 
like to tell us about, or to write any other comments you would like to make?  

 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
The question above is for local use and can be omitted.  Councils do not need to return the 
data to the HSCIC for this question. 
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27. We may be asking some people to take part in follow-up research for this study in the 
next year or so. 

 
 Would you be happy to be invited to take part in more research? 
 

Note that even if you say “yes” there will be no obligation to take part in the future. 
 

Please tick () one box 
 

 Yes, I have written my name, address and phone number 
in the space below 

 

 
   

 No  

 
If you would be happy to be contacted for this purpose please provide your contact 
details here: 

  
 
 
 
 
 
 
 
 

 

The question above is optional and can be omitted if councils have no intention of 
conducting any follow-up research.  Councils do not need to return the data to the HSCIC 
for this question. 
 
Please tick () this box if you would like to receive a copy  
of the report of this survey 

 
 

Thank you for helping us by filling in this questionnaire. 
Please post it back to us in the envelope provided. 
You do not need to put a stamp on the envelope. 

 

For your views to count please return this form by [insert date] 

  

Name: 

Address: 

 

 

Telephone number: 

Email address (optional): 
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