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Introduction 
 
This document constitutes a background data quality report for the Health and Social Care Information 
Centre (HSCIC)‟s report on the 2013 Learning Disability Census. The statistics included in this release 
relate to a snapshot count recorded for the 30th September 2013. 

 

Context 
 

Background to this publication 
 

In response to the Winterbourne View Hospital inquiry, the Learning Disability Census was jointly 
commissioned by the Department of Health, the Care Quality Commission and Public Health England. This 
survey was carried out by the Health and Social Care Information Centre (HSCIC)‟s Data Collections Team 
during October 2013. The principal aim of the Census is to deliver action 17 in „Transforming Care: A 
national response to Winterbourne View Hospital‟1. A programme of action (the Concordat) was established 
to improve service provision for people with learning disabilities, autistic spectrum disorder, and/or behaviour 
that challenges and the Census will inform this improvement programme by collecting information about the 
profile and circumstances of these people, including numbers relating to out of area placements and lengths 
of stay. 

 

The Learning Disability Census provides a snapshot of inpatient services at an individual record level where 
services were delivered in NHS and independent facilities at midnight on 30 September 2013.  The full list of 
data items collected can be found here: 

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

 

Purpose of this document 
 

This paper aims to provide users with an evidence based assessment of the quality of the statistical output 
from the Learning Disability Census.  It reports against those of the nine European Statistical System (ESS) 
quality dimensions and principles2 appropriate to this output.    

In doing so, this meets our obligation to comply with the UK Statistics Authority (UKSA) Code of Practice for 
Official Statistics3, particularly Principle 4, Practice 2 which states: 

“Ensure that official statistics are produced to a level of quality that meets users’ needs and that users are 
informed about the quality of statistical outputs, including estimates of the main sources of bias and other 
errors and other aspects of the European Statistical System definition of quality”.    

                                            
1
 Winterbourne View Hospital: Department of Health review and response: 

https://www.gov.uk/government/publications/winterbourne-view-hospital-department-of-health-review-and-response 
2
 The original quality dimensions are: relevance, accuracy and reliability, timeliness and punctuality, accessibility and clarity, and 

coherence and comparability; these are set out in Eurostat Statistical Law. However more recent quality guidance from Eurostat 
includes some additional quality principles on: output quality trade-offs, user needs and perceptions, performance cost and 
respondent burden, and confidentiality, transparency and security. 
3
 UKSA Code of Practice for Statistics: http://www.statisticsauthority.gov.uk/assessment/code-of-practice/index.html 

http://www.hscic.gov.uk/ldcensus
https://www.gov.uk/government/publications/winterbourne-view-hospital-department-of-health-review-and-response
http://www.statisticsauthority.gov.uk/assessment/code-of-practice/index.html
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Assessment of statistics against quality dimensions and 
principles 
 

Relevance 
 
This dimension covers the degree to which the statistical product meets user need in both coverage 
and content.   

The publication comprises a report which includes tabular and graphical presentations of data, this 
background data quality statement and a set of 15 reference data tables. It provides initial analysis to meet 
the HSCIC‟s commitments to meeting action 17 of the „Transforming Care‟ response.  Second phase 
analysis using further data items will be conducted separately, and for now falls outside the scope of this 
publication. 

The Census collected details of inpatients as follows: 

In scope: 

 People in inpatient facilities providing assessment, treatment and care for mental health needs, 
learning disability needs and / or behavioural healthcare; 

 People who have either Learning disabilities or Autistic Spectrum Disorder (including Asperger‟s 
Syndrome) 

 

Out of scope: 

 People in accommodation not registered with the CQC as hospital beds 

 People occupying a hospital bed for physical health care 

 People who do not have either learning disabilities or an autistic spectrum disorder.   

 

All organisations identified as providing services to the in-scope service users above (based on lists held by 
the HSCIC, the CQC and the Royal College of Psychiatrists (RCPsych)) were required to complete the 
Census. Copies of the original survey invitations and follow up letters can be accessed here: 

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

 

The Learning Disability Census covers service users receiving services in England. A small number of 

providers submitted data for service users resident in England (or receiving services commissioned by an 

English commissioner). These data are reported under 'Region of ward stay', but readers should note that 

coverage for this subset of service users is likely to be low and therefore it cannot be assumed that the 

numbers reported reflect the true values.  

This initial publication reports on a key subset of data collected in the Learning Disability Census covering: 
demographic characteristics of service users (age, gender and ethnic group), health-care provider, area of 
residence and ward stay, distance between postcode of residence and ward stay, length of ward stay, 
service type, and security level of ward.  

Whilst the dataset contains sensitive data items including NHS number and person characteristics, the 
output is in the form of aggregate figures and will not contain NHS number or other person-identifiable 
information. It will not be possible to link the data to other sources, and tables have been aggregated in such 
a way as to minimise any risk of disclosure. Information will be reported at national, regional, local authority 
and provider level in the form of a publication report and a set of reference data tables as follows: 

 

http://www.hscic.gov.uk/LDcensus
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 Table 1: Service users by region of residence and region of ward stay; 

 Table 2: Service users by gender and age band; 

 Table 3: Service users by gender and ethnic group; 

 Table 4: Service users by broad age band, region of residence and region of ward stay;  

 Table 5: Service users by gender, region of residence and region of ward stay; 

 Table 6: Service users by service type, region of residence and region of ward stay; 

 Table 7: Service users by length of stay, region of residence and region of ward stay;  

 Table 8: Service users by ward security level, region of residence and region of ward stay;   

 Table 9: Service users by distance from residence, region of residence and region of ward stay;   

 Table 10: Service users by local authority of residence and ward stay; 

 Table 11: Service users by provider; 

 Table 12: Service users by age band, length of stay, service type and security level of ward;   

 Table 13: Service users by gender, length of stay, service type, and security level of ward; 

 Table 14: Service users by ward security level, length of stay, service type, and distance from 
residence; 

 Table 15: Service users by distance from residence and length of stay. 

 

The following groupings are used in the tables: 

 Broad age groups: Ages Under 18; 18-34; 35-64; 65 and over; 

 Modified Decennial age groups: Ages Under 18; 18-24; 25-34; 35-44; 45-54; 55-64; 65-74; 75 and 
over; 

 Stay length groups (regional tables): Up to six months;  Six months to up to one year ;  1 year to <2 
years; 2 years to < 5 years; 5 years to <10 years; 10 years or more; 

  Stay length groups (national tables): Up to three months; Three months to up to six months;  Six 
months to up to one year ;  1 year to <2 years; 2 years to < 5 years; 5 years to <10 years; 10 years 
or more; 

 Distance between postcode of residence and ward stay:  The same postcode for residence and ward 
stay; Up to 10km; 10km to <20km; 20km to <50km; 50km to<100km; 100km or more.  

 

Tables are based on all records meeting the inclusion criteria for the Learning Disability Census (3,250) 
wherever possible. Tables 9, 12, 14, and 15 are based on all records meeting the inclusion criteria, where 
the distance between postcode of residence and ward stay could be calculated (following data cleansing by 
the HSCIC NHS Number tracing service). These tables therefore use a smaller base of 3,129 service users. 

This product may be of interest to stakeholders such as the Department of Health, the Care Quality 
Commission and NHS England. It will also be of interest to commissioners and providers of in-patient and 
community-based services for people with learning disabilities and/or autistic spectrum disorder (including 
Asperger‟s Syndrome). Charities and third sector organisations with a focus on people with learning 
disabilities, and/or autistic spectrum disorder (including Asperger‟s Syndrome), as well as service users 
themselves, and their family and friends, may also find this product useful.  

 

Accuracy and reliability 
 
This dimension covers, with respect to the statistics, their proximity between an estimate and the 
unknown true value.   
 

Accuracy 
 
Data were collected via the Clinical Audit Platform, which allowed a number of validations to be built in: 
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 All fields with fixed values were validated and records containing variables which were not contained 
in the permissible lists were rejected.  

 For question 12 (outside of the scope of this initial report), informal patients were still required to 
have a date of arrival in hospital and records without this were rejected. 

 Rejected records could be re-uploaded as many times as was necessary to correct the errors. 

 Records which had already been accepted (duplicates) were rejected. 
 
 
As is standard HSCIC practice, all figures in the reference data tables were independently checked using 
novel code. All figures in the report and Executive Summary were also independently checked. 
 

 
Reliability / known data quality issues 
 
 

Coverage 

 
As detailed above, we cross-checked the lists of providers of inpatient learning disability services from CQC 
and Royal College of Psychiatrists with those already held by HSCIC from the KP90 collection, in order to 
maximise the audience of providers for the initial scoping exercise (see Methodology section in the main 
report). We excluded those providers who provided secondary medical interventions only (acute). Invitations 
to complete the survey were sent out to all potential contacts from the combined list to determine whether 
organisations were in scope. 
 
Returns were received from 104 data providers (58 NHS service providers and 46 independent service 
providers). Two independent providers (Anselm Clinics and Alpha Hospitals) submitted data under multiple 
codes and these are reported separately in Table 11 of the reference data tables as it was based on 
submitted provider codes. Data were combined to provider level within the publication report.   
 
Two independent service providers were not able to submit a return during the allotted collection window: 
 

 Eden Mental Health Care Services; 

 Glen Care. 
 
Providers with nil returns were not included in the report as it is a census of service users. These providers 
will remain on file so that they can be invited to participate in any future census. 
 
Responses to the Learning Disability Census were submitted on behalf of 3,313 people.  Of these, 3,257 
responses were made on behalf of people who met the inclusion criteria for the Learning Disability Census 
(see above). Seven of these records had admission dates after the Census date and were excluded from 
the analysis; the total number of records collected and analysed for the 2012/13 Census was therefore 
3,250.  
 
The Learning Disability Census covers service users receiving services in England. A small number of 

providers submitted data for service users resident in England (or receiving services commissioned by an 

English commissioner). These data are reported under 'Region of ward stay', but readers should note that 

coverage for this subset of service users is likely to be low and therefore it cannot be assumed that the 

numbers reported reflect the true values.  
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Data quality and completeness for postcode data 

 

Records for service users not in-scope and related to inpatients with admission after the Census data were 
excluded from the analysis; detailed criteria for records being „in-scope‟ are included in the Appendix to this 
document. In the same table we show other criteria for record validation including accuracy of the patient 
postcode and hospital postcode fields, and of patient demography fields (birth date, gender and ethnicity). 

The table below details validity of the patient and hospital postcode fields and associated measures within 

the Learning Disability Census. As it was prepared on data load, please note that it includes the 63 

submitted records which did not meet the inclusion criteria or related to patients whose admission date was 

after the Census date. The first pair of columns shows that the original proportion of submitted records with 

an invalid or other („ZZ99‟) patient postcode was 28.0 per cent. This is the same proportion as that recorded 

in the main report (28.0 per cent of the 3,250 in-scope records). Whilst there are some valid reasons to 

return a „ZZ99‟ code (for example, if the service user was homeless prior to admission, or has never had a 

residential address), this overall proportion is high.  

We used the HSCIC NHS number tracing service to locate a last known address for the majority of these 
records and the second pair of columns in the table below shows the change in record validity following 
tracing. The proportion of the 3,313 records with a valid postcode increased from 72.0 per cent to 97.8 per 
cent. Consequently, an improvement was also seen in the number of records where the distance between 
patient postcode and hospital location postcode could be calculated, improving the accuracy of our 
reporting.  The proportion of the 3,313 LD Census responses submitted by providers that had „other‟ („ZZ99‟) 
postcodes decreased from 25.0% (or 828 service users) to 0.6% (or 19 service users), whilst the proportion 
of „invalid‟ postcodes decreased from 3.0% (or 100 service users) to 1.6% (or 54 service users).  We now 
also know that at least 7% of service users had the same postcode as their hospital provider (4% before). 

 

 

Source: Learning Disability Census 2013 

 

We also tested validity of key patient demographic measures within the Learning Disability Census dataset. 
Overall validity was high with: 

 

Measure

no. % no. %

Number of valid patient postcodes 2,385 72.0% 3,240 97.8%

Number of 'other' patient postcodes 828 25.0% 19 0.6%

Number of invalid patient postcodes 100 3.0% 54 1.6%

Number of valid hospital location postcodes 3,263 98.5% 3,263 98.5%

Number of 'other' hospital postcodes 0 0.0% 0 0.0%

Number of invalid hospital postcodes 50 1.5% 50 1.5%

Number of records where patient postcode equals 

hospital location postcode 147 4.4% 233 7.0%

Number of records where the distance between patient 

postcode and hospital location postcode can be calculated
2,342 70.7% 3,187 96.2%

Records after tracingRecords
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 97% of birth dates being valid; 

 Almost 100% (99.9%) of genders being valid; 

 96% of ethnicities being valid. 

 

Please see the Appendix to this document for a list of validation criteria. 

Timeliness and punctuality 
 

Timeliness refers to the time gap between publication and the reference period.    
Punctuality refers to the gap between planned and actual publication dates.   

The collection window for the Census was open between the 1st October 2013 to 15th October followed by a 
two week period for data processing and validation.  Analysis and report writing were completed during 
November 2013, and the report on the initial findings was published on the 13th December. 

Accessibility and clarity 
 
Accessibility is the ease with which users are able to access the data, also reflecting the format in 
which the data are available and the availability of supporting information.    Clarity refers to the 
quality and sufficiency of the metadata, illustrations and accompanying advice.   
 

Accessibility 
 
The publication is accessible via the HSCIC internet as a series of Excel spreadsheet tables and a detailed 
report in PDF format.   

 
Clarity 
 
The Excel report is divided into separate tabs, each detailing one of the analyses described in the 
„Relevance‟ section above.    

 

Coherence and comparability 
 
Coherence is the degree to which data which have been derived from different sources or methods 
but refer to the same topic are similar.    Comparability is the degree to which data can be compared 
over time and domain.   
 

Coherence 
 

The content of the Learning Disability Census 2013 questionnaire was adapted from the CQC “Count Me 

In”4 census design, last run in 2010.  The Learning Disability Census was adapted from the 2010 “Count Me 

In” census5, which focused on inequalities by ethnic group in care for inpatients and patients on supervised 

community treatment in mental health and learning disability services in England and Wales.  This release of 

the Learning Disability Census reports that 3,250 people were in-scope and this figure is broadly in line with 

the figure of 3,376 service users with learning disabilities receiving inpatient services in England on the 31st 

                                            
4
 Care Quality Commission „Count Me In‟ Report, 2010: http://socialwelfare.bl.uk/subject-areas/services-client-

groups/adults-mental-health/carequalitycommission/155293count_me_in_2010_final_tagged.pdf 
 
5
 http://socialwelfare.bl.uk/subject-areas/services-client-groups/adults-mental-

health/carequalitycommission/155293count_me_in_2010_final_tagged.pdf 

http://socialwelfare.bl.uk/subject-areas/services-client-groups/adults-mental-health/carequalitycommission/155293count_me_in_2010_final_tagged.pdf
http://socialwelfare.bl.uk/subject-areas/services-client-groups/adults-mental-health/carequalitycommission/155293count_me_in_2010_final_tagged.pdf
http://socialwelfare.bl.uk/subject-areas/services-client-groups/adults-mental-health/carequalitycommission/155293count_me_in_2010_final_tagged.pdf
http://socialwelfare.bl.uk/subject-areas/services-client-groups/adults-mental-health/carequalitycommission/155293count_me_in_2010_final_tagged.pdf
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March 2010. Time-series analysis of “Count Me In” 2010 data showed that the number of people with 

learning disabilities receiving inpatient services was decreasing over time, from 4,435 in 2006 to 3,376 in 

2010. 

Comparability 
 

This is the first time the Learning Disability Census has been run. It is intended that a further Census will be 
undertaken in 2014.  

 

Trade-offs between output quality components 
 
This dimension describes the extent to which different aspects of quality are balanced against each 
other.   
 
The only collection tool available to the HSCIC to conduct the Census in the allotted completion time was 
the Clinical Audit Tool; better tools would have required greater cost and development time and were not 
feasible options due to the urgency of this work. Ideally there would have been more emphasis on 
questionnaire development (e.g. focus groups) but we needed to balance development time with the urgent 
need to provide baseline information which will allow stakeholders to consider and implement change within 
the provision of services for people in scope of the Learning Disability Census. Furthermore, second phase 
analysis of these data, which will inform the capacity and delivery of other initiatives and goals for other 
stakeholders, is dependent on this initial release being completed.  
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Assessment of user needs and perceptions 
 

This dimension covers the processes for finding out about users and uses and their views 
on the statistical products.   

 

Further analysis will be conducted and published during 2014. 

 

We welcome feedback at any time and can be contacted at the following email address: 

enquiries@hscic.gov.uk 

 

Please quote „Learning Disabilities Census‟ in the email header.   

 
HSCIC intend to survey the 104 responding organisations and 2 non-responders in order to ensure the 
Learning Disability Census 2014 builds in as much learning as possible from the experience of undertaking 
the census in 2013.   

 

 

Performance, cost and respondent burden 
 

This dimension describes the effectiveness, efficiency and economy of the statistical 
output.   

We minimised costs by adapting an existing platform for data collection and adapting the questionnaire from 
the „Count Me In‟ Census (see above). We used resources within the existing HSCIC team wherever 
possible. 

The annual burden of collection for this survey on the NHS is currently estimated by the Review of Central 
Returns (ROCR) to be £146K per year. This Census is intended to be retired after two years, with 
subsequent reporting information to be sourced from the Mental Health and Learning Disabilities Data Set 
(MHLDDS). The proposed move to source the data from the MHLDDS would, once fully implemented, 
reduce the burden of this collection on its own merits to solely the time and resource necessary to transfer 
any extra information from each organisation‟s administrative system to the central return submission. 

 

Confidentiality, transparency and security 
 

The procedures and policy used to ensure sound confidentiality, security and transparent 
practices.    

 All publications are subject to a standard HSCIC risk assessment prior to issue.  Disclosure control is 
implemented where deemed necessary.   

 
Please see links below to relevant HSCIC policies:  

 

Statistical Governance Policy (see link in „user documents‟ on right hand side of page)   

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

mailto:enquiries@hscic.gov.uk
http://www.hscic.gov.uk/pubs/calendar
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Freedom of Information Process  

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

Data Access and Information Sharing Policy  

http://portal/Documents/Policies/DAIS%20Policy%20Final%204.0%20updated.pdf 

Privacy and data Protection 

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

 

http://www.hscic.gov.uk/foi
http://portal/Documents/Policies/DAIS%20Policy%20Final%204.0%20updated.pdf
http://www.hscic.gov.uk/privacy
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Appendix 1: Validation rules for data quality measures 
 
DQ 
Measure 

Description Data Item Denominator Valid Not valid („Other‟; „Default‟; „Invalid‟; „Missing‟) – not all 
of these are reported on in this document but may be 
in future releases (i.e. included for completeness) 

In Scope The responses 
to Q9, Q20, 
Q15b, Q15e 
Q35 are tested 
to identify if the 
record can be 
identified as 
having a 
learning 
disability or an 
autistic spectrum 
disorder 
including 
Asperger‟s 
syndrome 

DisabilityLearning, 
DisabilityAutisticAspergers, 
HospitalisationReasonsLear
ningDisability, 
HospitalisationReasonsAutis
ticAspergers, 
WardServiceType 

 Q19. Does the patient have a learning disability?  1 - 
Yes 
Q20. Does the patient have an autistic spectrum 
disorder including Asperger‟s syndrome? 1 - Yes 
Q15b. Reason for hospital admission: Learning 
Disability-  
1 - Present and requires hospital treatment, 
2 - Main reason for patient currently being in hospital 
Q15e. Reason for hospital admission: Autistic Spectrum 
Disorder including Asperger‟s Syndrome.- 
1 - Present and requires hospital treatment, 
2 - Main reason for patient currently being in hospital 
Q35. What is the predominant service type of the ward?- 
2 - Learning Disability Ward 

 

Hospital 
Location 
Postcode 

Hospital 
Location 
Postcode is 
tested against 
the postcode in 
the NHS 
Postcode 
Directory Gridall 
table 

HospitalLocationPostcode All LD Census records All records with a hospital location postcode can be 
mapped to a postcode in the Gridall table and does not 
start ZZ99 

Other: All records with a hospital location postcode 
can be mapped to a postcode in the Gridall table and 
does start ZZ99; 
Default: N/A; 
Invalid: All records with a hospital location postcode 
can not be mapped to a postcode in the Gridall table; 
Missing: Records with no hospital location postcode. 

Patient 
Postcode 

Patient 
Postcode is 
tested against 
the postcode in 
the NHS 
Postcode 
Directory Gridall 
table 

PatientPostcode All LD Census records All records with a patient postcode can be mapped to a 
postcode in the Gridall table and does not start ZZ99 

Other: All records with a patient postcode can be 
mapped to a postcode in the Gridall table and does 
start ZZ99; 
Default: N/A; 
Invalid: All records with a patient postcode can not be 
mapped to a postcode in the Gridall table; 
Missing: Records with no patient postcode. 

Birth Date Birth Date is 
tested using the 
Date of Birth 

DateOfBirth All LD Census records Records where the age at census date is between 16 
and 120. 

Other: Records where the age at census date is 
between 0 and 15 years.; 
Default: N/A; 
Invalid: Records where theage at census date is 
greater than 120; 
Missing: Records with no age at census date. 

Person 
Gender 
Current 

Gender is tested 
against the 
Person Gender 
code list 

Gender All LD Census records Records with a Person Gender Current code 1 or 2. Other: Records with a Person Gender Current code 9.; 
Default: Records with a Person Gender Current code 
0.; 
Invalid: Records with a Person Gender Current code 
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not 0, 1, 2 or 9; 
Missing: Records with no Person Gender Current 
code. 

Patient's 
Ethnic 
Category 

The Patient's 
Ethnic Category 
is tested against 
the Ethnic 
Category code 
list. (Only the 
first character is 
tested for the 
Valid and Other 
categories). 

Ethnicity All LD Census records Records where the first character of the Patient's Ethnic 
Category equals A-H, J-N, P, R or S. 

Other: Records where the first character of the 
Patient's Ethnic Category equals to Z; 
Default: Records with a Patient's Ethnic Category 99.; 
Invalid: Records where the first character of the 
Patient's Ethnic Category does not equal A-H, J-N, P, 
R, S, Z and where the Patient's Ethnic Category is not 
equal to 99 
Missing: Records with no Patient's Ethnic Category 
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