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Executive Summary
This report presents further findings from the 2013 Learning Disabilities Census, following an initial report
published on the 13th December 2013. The principal aim of the Census was to deliver action 17 in
‘Transforming Care: A national response to Winterbourne View Hospital1 - “an audit of current services for
people with challenging behaviour to take a snapshot of provision, numbers of out of area placements and
lengths of stay”.
The Learning Disabilities Census was collected on the 30th September 2013, providing an individual record
level snapshot of inpatients in receipt of treatment from NHS and independent learning disability service
providers on that day. This patient group comprises those with learning disabilities, autistic spectrum
disorder and / or behaviour that challenges. Data were collected via the Health and Social Care Information
Centre (HSCIC) on behalf of the Department of Health, the Care Quality Commission, Public Health
England and NHS England.
These statistics are important as they present definitive and comprehensive information about the
population size, characteristics, and experience of care of people whose treatment, care and support needs
were being addressed in specialist inpatient facilities on census date. The Learning Disabilities Census
collected a range of information about this group of service users and their treatment environment, including
demographics, ward characteristics and information relating to out of area placements and lengths of stay. A
full list of the data items collected is published on the HSCIC website2.
This report contains information relating to patient experience of care including drug administration,
incidents, ward accommodation, uses of the Mental Health Act (1983), and information on the
commissioning and provision of learning disability services including costs and care planning. It also
provides more detailed information on a geographical basis and additional service user profile information.

Key facts
Survey responses were received from 104 provider organisations on behalf of 3,250 service users who met
the inclusion criteria for the 2013 Learning Disabilities Census. The initial report was published in December
2013 and provided information on demographic characteristics of service users (age, gender and ethnic
group), health-care provider, area of residence and ward stay, distance between residence and ward stay,
length of ward stay, service type, and security level of ward. This report builds on those findings and covers
reason for admission, uses of anti-psychotic medication, reported incidents including restraint and seclusion,
legal status, planning for care and costs of services.

1



Over two thirds of service users (68.3% or 2,220) had been given anti-psychotic medication leading
up to Census day. Of these, 93.0% (2,064) had been given them on a regular basis.



Over half of the service users (56.6% or 1,841) had been the subject of at least one incident
involving self-harm, an accident, physical assault on the service user, hands-on restraint or seclusion
during the three months preceding the Census. Proportionally, more females experienced every type
of incident than males. There appears to be an association between hands-on restraint and the
administration of anti-psychotic medication; 40.0% (889) of the 2,220 given these drugs had
experienced at least one instance of hands-on restraint compared to 21.5% (221) of the 1,030 who
were not given any of this medication.



Almost four fifths of service users (78.0% or 2,536) were subject to the Mental Health Act 1983 on
Census day, compared with 22.0% (714 people) who were classed as informal patients. Of those

Transforming Care: A national response to Winterbourne View Hospital:
https://www.gov.uk/government/publications/winterbourne-view-hospital-department-of-health-review-and-response
2
http://www.hscic.gov.uk/ldcensus.
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subject to The Act, the majority (99.5% or 2,524) were subject to ‘longer term hospital orders’; that is,
those with a duration of greater than 72 hours.

3



Almost half of service users (46.4% or 1,508 people) were in receipt of an active care plan without a
discharge plan in place. Around 1 in 20 service users (4.7% or 152 people) were experiencing a
delayed transfer of care.



Care for the majority (86.0% or 2,795 people) of service users cost between an estimated £1,500
and £4,499 per week, with the highest proportion (37.9% or 1,231 people) being in the £2,500-£3499
range. For 11.4% (369 people), care provision was indicated to cost over £4,500 per week per
person. Almost a fifth (19.6% or 112) of service users staying in wards 100km or more from their
residence were in high cost placements (over £4,500 per week). By contrast over a third of service
users (34.0% or 208) staying within 10km of home3 were in placements costing under £2,500 per
week.

Excludes those whose postcode of residence was the same as their postcode of ward stay.

Copyright © 2014, Health and Social Care Information Centre. All rights reserved.
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Introduction
This report presents further findings from the Learning Disabilities Census. This Census collected recordlevel information about service users with a learning disability, autistic spectrum disorder (including
Asperger’s syndrome) and/or behaviour that challenges, who were inpatients in specialist facilities providing
mental and behavioural healthcare or psychiatric in-patient care but not providing physical health
interventions at midnight on 30 September 2013. This report provides analysis and statistical commentary
on a number of topics not covered by the initial report4.
The appendices to this document list the reference data tables included separately in this release and
suggestions for related and further reading.
The data quality statement released with our initial findings from the 2013 Learning Disabilities Census has
been updated to include information relevant to this release and can be downloaded from the main
publication page for this report: http://www.hscic.gov.uk/pubs/ldcensusrepsep13
A full list of the data items collected in the 2013 Census is published on the HSCIC website5.
These statistics are intended to help inform improvements in the provision of inpatient and community-based
care and will be of interest to mental health professionals as well as service users, their families and
representative organisations.

Background
The BBC One Panorama programme “Undercover Care: The Abuse Exposed”6 alerted viewers in May 2011
to the mistreatment and assault of adults with learning disabilities and autistic spectrum disorder within
Winterbourne View Hospital. There followed a Serious Case Review conducted by South Gloucestershire
Adult Safeguarding Board7 and a series of publications by the Department of Health.8
The Department of Health developed a change programme designed to address the transformation of care
and support for people who have learning disabilities or autistic spectrum disorder and who may also have
mental health needs or behaviours considered challenging.
The Learning Disabilities Census was commissioned as one of 63 initiatives identified within ‘Transforming
Care: A national response to Winterbourne View Hospital’ (‘Transforming Care’) in response to the abuse at
Winterbourne View Hospital. The signatories to the Department of Health ‘Winterbourne View Review
Concordat: Programme of Action9’ (‘Concordat’) committed to a change programme in order to transform
health and care services and in so doing improve the quality of the care offered to children, young people
and adults with learning disabilities, autistic spectrum disorder and/or behaviour that challenges, to ensure
better care outcomes for them.

4

th

Learning Disabilities Census Report – England, 30 of September 2013:
http://www.hscic.gov.uk/catalogue/PUB13149
5
http://www.hscic.gov.uk/ldcensus.
6
Undercover Care: The Abuse Exposed: http://www.bbc.co.uk/programmes/b011pwt6
7
South Gloucestershire’s Safeguarding Adults Board Serious Case Review:
http://www.southglos.gov.uk/Pages/Article%20Pages/Community%20Care%20%20Housing/Older%20and%20disabled%20people/Winterbourne-View-11204.aspx
8
Winterbourne View Hospital: Department of Health review and response:
https://www.gov.uk/government/publications/winterbourne-view-hospital-department-of-health-review-and-response
9
DH Winterbourne View Review: Concordat: Programme of Action:
https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/213217/Concordat.pdf
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Concordat actions are intended to lead to a reduction in hospital placements where appropriate for this
group of people by 1st June 2014.
The delivery of this census will:





Highlight issues with the quality of care that people are receiving;
Quantify the extent to which people are using services for protracted periods;
Establish how many people are receiving services at distance from their home or usual communities;
Respond to, and support delivery of, the commitment to review care and support movement to more
appropriate settings where necessary by definitively identifying service users at a single point in time.

Several of the actions identified within ‘Transforming Care’ and ‘Concordat’ are expected to benefit from
being informed by findings of this census. The information developed through the census will be of interest
to professionals working with people who have a learning disability, those meeting mental health needs in
both NHS and independent sector provision, commissioners and providers of services as well as service
users, their families and representative organisations.
The Census sought to collect information from all providers of mental health services in England which
provided services to inpatients with a learning disability. They may also have one or more of:




An autistic spectrum disorder;
Mental health needs;
Behaviours that challenge.

The Learning Disabilities Census included service users from other home countries who were in receipt of
services within England on census date.
The range of inpatient environments within the scope of the census included:







High, medium and low secure forensic wards;
Acute admission beds within specialised learning disability units;
Acute admission beds within generic mental health settings;
Forensic rehabilitation beds;
Complex continuing care and rehabilitation beds;
Other beds including those for specialist neuropsychiatric conditions.

Further Analysis
The Learning Disabilities Census is a count of people with learning disabilities and/or autistic spectrum
disorders (including Asperger’s Syndrome) and/or behaviour that challenges10 occupying Care Quality
Commission (CQC)-registered inpatient beds for mental and/or behavioural healthcare as of midnight on
30th September 2013. It collected a wide range of information about service users’ experience of care.
Service users were included in the Census if they were on leave on the Census date, with a bed held open
for them. Service providers were instructed not to include:
10

The Royal College of Psychiatrists’ Faculty of Psychiatry of Intellectual Disability gives the following definition of
behaviour that challenges “Challenging behaviour is a socially constructed, descriptive concept that has no diagnostic
significance. It can range from pica, smearing and self-injury in a person with a profound learning disability, to unlawful
killing in someone with a mild learning disability and forensic issues.” Royal College of Psychiatrists’ Faculty of
Psychiatry of Intellectual Disability, “People with learning disability and mental health, behavioural or forensic problems:
the role of in-patient services”, (Faculty Report FR/ID/03, July 2013), 9.
http://www.rcpsych.ac.uk/pdf/FR%20ID%2003%20for%20website.pdf
Copyright © 2014, Health and Social Care Information Centre. All rights reserved.
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People in accommodation not registered with the Care Quality Commission (CQC) as hospital beds;
People in beds for physical health care;
People who do not have either learning disabilities or autistic spectrum disorders.

Out-patients and people receiving community-based services were not in scope for the Census.
Responses to the Learning Disabilities Census were submitted by 104 provider organisations11 on behalf of
3,313 people. Of these, 3,250 responses were made on behalf of people who met the inclusion criteria for
the Learning Disabilities Census.12 An initial report was published in December 2013 and provided
information on demographic characteristics of service users (age, gender and ethnic group), health-care
provider, area of residence and ward stay, distance between residence and ward stay, length of ward stay,
service type, and security level of ward.
This report presents further findings from the Learning Disabilities Census. This Census collected recordlevel information about service users with a learning disability, autistic spectrum disorder (including
Asperger’s syndrome) and/or behaviour that challenges, who were inpatients at midnight on 30 September
2013. This report provides analysis and statistical commentary on the following key topics:







Additional information on the profile of service users including disabilities and main reason for
hospital admission;
Experience of care including use of anti-psychotic medication , incidents and accommodation;
Planning for care;
Uses of mental health legislation including The Mental Health Act 1983 and The Mental Capacity
Act 2007;
Costs for service provision.

Profile of service users
Our initial findings reported on the gender, age and ethnic profile of service users (patients). This release
adds information on the main reason for service users being admitted to hospital, disabilities, and how the
ethnicity of service users was reported. It also adds further information on the quality of submitted age and
gender data following analysis conducted since the publication of our initial report.

Reason for admission to hospital and recorded disabilities
It is expected that all service users who were either ‘understood to either have a learning disability or were
known to be receiving specialist services for a learning disability’ were included in the Census. Those with
autism spectrum disorder (including Asperger’s syndrome) (ASD)’ should also have been included13.
We asked data providers about conditions that service users were admitted and treated for, and separately
about diagnosed disabilities.

11

See Table 11 of the reference data tables of the initial report (http://www.hscic.gov.uk/catalogue/PUB13149). Two
independent providers (Anselm Clinics and Alpha Hospitals) submitted data under multiple codes. These multiple
codes are reported separately in table 11 of the reference data tables from the initial report (with an explanatory
footnote), as this table was based on the provider codes submitted by providers. For purposes of analysis, data
submitted by one provider under multiple codes was combined within both the initial report and this further report.
12
The remaining 63 responses (1.9% of all responses received) were made on behalf of people who did not meet the
inclusion criteria for the Learning Disabilities Census. This could be because they did not have a learning disability or
an autistic spectrum disorder, because they were in hospital to meet a physical health care need (rather than for
mental and/or behavioural health care), or because they were admitted to inpatient care after the Census date of 30
September 2013. These responses are excluded from all analysis presented in both reports.
13
See LD Census Guidance notes: http://www.hscic.gov.uk/ldcensus
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For each service user, providers were asked to designate one of five conditions (learning disability, autistic
spectrum disorder (including Asperger’s syndrome) (ASD), mental illness, challenging behaviour or
personality disorder/self-harm/other) as the main reason on admission to hospital. They were also asked to
indicate which of the remaining four conditions each service user had on admission, that required hospital
treatment. Table 5a of the reference data tables shows that almost two thirds of the people in the Learning
Disabilities Census were in hospital at Census day for either ‘learning disability (34.8%), ‘challenging
behaviour’ (21.3%) or ASD (9.9%).

Learning disabilities
Figure 1: Service users by main reason for hospital admission

Base: All service users (3,250)
Data source: Table 5a of the reference data tables & Learning Disabilities Census, Learning Disabilities Census Report
2013 (further analysis)

For the 2,119 service users whose main reason for being admitted to hospital was not learning disability,
1,334 were recorded as having a learning disability present in addition which required hospital treatment.

Copyright © 2014, Health and Social Care Information Centre. All rights reserved.
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Figure 2: Service users by whether they had a learning disability or not

Base: All service users (3,250)
Data source: Table 4 of the reference data tables, Learning Disabilities Census Report 2013 (further analysis)

In response to the disability questions, providers indicated that 2,827 (87.0%) of service users had a
learning disability (which may or may not have required treatment in hospital). Of the 423 who were
recorded as either not having a learning disability or for whom the information was not known, 75 were
recorded as being in receipt of treatment for a learning disability (whether as the main reason for admission
or not). The remaining 348 were not in hospital for treatment for a learning disability but did have other
related conditions requiring treatment.

Other mental health needs
Of the 1,131 service users admitted mainly for a learning disability, around a quarter (24.6%) had ASD
recorded as a disability and 23.3% were being treated for ASD as an additional condition. In addition, 34.2%
were also being treated for mental illness, 44.6% for challenging behaviour and 34.1% for personality
disorder or self-harm. These conditions are not mutually exclusive; 39 of these service users (3.5%)
receiving treatment for all four. A review of existing literature by Professor Mansell 14, reported comparable
figures which indicated that between 10 and 46% of adults with learning disabilities have additional mental
health needs and 27% have autistic spectrum disorders.
The majority (96.3%) of the 321 service users whose main reason for admission to hospital was ASD also
had this recorded as a disability. Just under half of these (48.6%) had a recorded learning disability. The
reverse is true for the 691 service users who had challenging behaviour, where the majority (93.8%) had a
recorded learning disability and just under half (46.5%) had ASD recorded as a disability.
Sight, hearing and mobility impairments
Of the 3,250 learning disabilities service users, 17.4% (567) had sight impairment and 10.2% (330) had a
hearing impairment. These results are in line with other reports; in the Mansell report, figures from a review
of literature stated that between 12-15% of adults with learning disabilities have significant impairment of
sight and 8-20% have impairment of hearing. The proportion of service users who had an impairment to
mobility or used a wheelchair was 8.8% (286).

14

Services for People with learning Disabilities and Challenging Behaviour or Mental Health Needs: Report Of A
Project Group Chairman: Prof J L Mansell) Revised Edition October 2007
http://www.kent.ac.uk/tizard/research/research_projects/dh2007mansellreport.pdf
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Ethnicity reporting
Table 1: Service users by broad ethnic group and method of reporting
England

numbers/percentages
All service users

of whom ethnicity:
Self assessed

Ethnicity

Staff assessed

as % of all
service
users

no.

%

no.

%

Derived from other
sources
no.
%

Not known/not
stated
no.
%

Total

3,250

100.0

937

28.8

969

29.8

997

30.7

347

10.7

White
Mixed
Asian or Asian British
Black or Black British
Other Ethnic Groups

2,720
68
114
175
34

83.7
2.1
3.5
5.4
1.0

814
19
33
53
11

29.9
27.9
28.9
30.3
32.4

868
14
27
48
7

31.9
20.6
23.7
27.4
20.6

849
27
45
57
12

31.2
39.7
39.5
32.6
35.3

189
8
9
17
4

6.9
11.8
7.9
9.7
11.8

Not Known/not stated

139

4.3

7

5.0

5

3.6

7

5.0

120

86.3

Data source: Learning Disability Census

Base: All service users (3,250)

As published in our initial findings from the Learning Disabilities Census, the ethnic group composition of
service users was broadly in line with that of England’s general population, though the proportion of Asian or
Asian British service users (3.5%) was lower than the comparable proportion15 (7.1%) in the 2011 Census16
although figures reported have not been age adjusted.
A paper by Bhui, K. and Bhugra, D. (2002) may be worthy of consideration as explanation in this area as in
it they suggested that pathways into mental health care vary in different societies and as such may reflect
several factors including “the attractiveness and cultural appropriateness of services; attitudes towards
services; previous experiences; and culturally defined lay referral systems”.
The ethnic group composition of people using adult and elderly secondary mental health services for
inpatients (which do not include learning disability services) was reported in the Mental Health Bulletin17 as
being slightly different; in the bulletin, the proportion of White service users was slightly lower at 79.8% and
the proportions of most ethnic minority groups were slightly higher (4.9% for Asian or Asian British; 7.1% for
Black or Black British and 2.0% for Other Ethnic Groups). The proportion of people in the Mixed ethnic
group was slightly lower at 1.8%. The proportion of service users for whom ethnicity was not known was
about the same at 4.4%. These differences however could be attributable to the fact that the ethnic category
for service users within the Mental Health Minimum Data Set (MHMDS) (the data source for the Bulletin)
must be obtained by asking the patient18.

15

‘Mental Illness in Black and Asian ethnic minorities: pathways to care and outcomes’ (Advance in Psychiatric
Treatment (2002) 8 26-33: http://apt.rcpsych.org/content/8/1/26.full#sec-6
16
The 2011 Census uses slightly different ethnic group categories than the Learning Disability Census (which uses the
NHS data dictionary categories, taken from the 2001 Census). The 2011 Census grouped Chinese respondents in the
‘Asian or Asian British’ category, and introduced ‘Arab’ as a category within ‘Other ethnic groups.’ For comparison
purposes, we mapped 2011 Census categories back onto the 2001 categories where possible (i.e. people within the
‘Chinese’ category are moved to the ‘Other ethnic groups’ category rather than being counted within the ‘Asian or
Asian British’ category and ‘Arab’ is removed from the ‘Other ethnic groups’ category ). ONS, “2011 Census: Ethnic
group, local authorities in the United Kingdom (KS201UK)” (October, 2013). The 2011 Census for England and Wales:
http://www.ons.gov.uk/ons/guide-method/census/2011/index.html .
17
Mental Health Bulletin, Annual Report from MHMDS Returns, England – 2012/13, National Reference Table 1.4:
http://www.hscic.gov.uk/catalogue/PUB12745
18
NHS Data Model and Dictionary -Mental Health Minimum Data Set:
http://www.datadictionary.nhs.uk/data_dictionary/messages/clinical_data_sets/data_sets/mental_health_minimum_dat
a_set_(version%204-1)_fr.asp?shownav=1
Copyright © 2014, Health and Social Care Information Centre. All rights reserved.
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Ethnic categories for learning disability service users were reported from different sources. Just under 90
per cent (89.3%) had been self-assessed by the service user, staff assessed or derived from other sources
(in roughly equal proportions). Ethnicity was either ‘not known’ or ‘not stated’ for 4.3% of service users.

Data quality of age and gender fields
Our report on initial findings from the Learning Disabilities Census included information on data quality and
completeness for postcode data. Following this report, we undertook further analysis of the quality of key
fields within the collected Census results, using information obtained during the HSCIC NHS number tracing
process. Results from tracing suggest that inaccurate date of birth information was submitted by providers
for 205 records in total from the 3,205 that could be traced (45 records were not traceable). Users of age
band based statistics should be aware that there were some differences between published figures for the
number of service users by age band and information held centrally by the NHS, and therefore there is likely
to be some inaccuracy in reporting, particularly for patients aged under 18 (where there was a decrease of
30 records following tracing).
A contributing factor is likely to be that providers had entered the same date of birth and admission date for
25 people, 24 of whom were reported as being aged under 18. Since length of stay was derived from
admission date, information on length of stay should also be treated with some caution for those in the
under 18 group.
We also looked at gender information in this manner; our NHS number tracing results suggested that a total
of 6 people reported as being female and 37 people reported as being male had inaccurate gender
information. However, this increased the proportion of people for whom gender was unknown from 2 to 45
and users should again bear in mind that these records may have been assigned to the correct group
initially.
Please see the data quality statement accompanying this report for further information.
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Experience of care
Accommodation
Table 2: Gender designation of learning disabilities wardsa
England, 30th September 2013

numbers/percentages
All service users:
of whom:

All service users

Ward gender designation
Female only
Male only
Mixed

Male

Female

no.

%

no.

%

no.

%

3,250

100.0

2,424

74.6

824

25.4

474
14.6
1,878
57.8
898
27.6
of those within mixed ward

4
1,864
556

0.2
76.9
22.9

470
12
342

57.0
1.5
41.5

Single sex sleeping area
Yes
No
Not known

868
29
1

96.7
3.2
0.1

534
21
1

96.0
3.8
0.2

334
8
0

97.7
2.3
0.0

Single sex bathing area
Yes
No

770
128

85.7
14.3

471
85

84.7
15.3

299
43

87.4
12.6

Single sex day space
Yes
No

561
337

62.5
37.5

345
211

62.1
37.9

216
126

63.2
36.8

Data source: Learning Disability Census 2013
a

Gender breakdown excludes two service users for whom gender was unknown.

Base: All service users (3,250)

Of the 3,250 service users, 22.9% of males and 41.5% of females were in mixed wards. The table above
also suggests that a small proportion of service users (0.2% of males and 1.5% of females) appeared to be
placed in inappropriate wards (those for the opposite gender) but this may be a data quality issue rather
than a true reflection of service provision. Please see the section above on data quality of gender
information in the Census.
Of those in mixed wards, almost all (96.7%) were staying in single sex sleeping areas. However, 15.3% of
males and 12.6% of females in mixed wards did not have access to single sex bathing areas, and over a
third (37.9% of males and 36.8% of females) did not have a single sex day space.
Guidance published by the Department of Health on eliminating mixed sex accommodation in hospitals19
provides two options for psychiatric inpatient units which meet the requirements of the policy on eliminating
mixed sex accommodation; either; individual wards host patients of only one sex (single-sex
accommodation (SSA)); or wards continue to have a mixed-sex population but with separate provisions for
both sexes, in particular separate sleeping arrangements, separate toilets and separate lounge areas.

Uses of anti-psychotic medication
19

Eliminating mixed sex accommodation in hospitals, Department of Health, 2010:
https://www.gov.uk/government/publications/eliminating-mixed-sex-accommodation
Copyright © 2014, Health and Social Care Information Centre. All rights reserved.
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The South Gloucestershire Safeguarding Adults Board’s serious case review20 raised numerous concerns
about the appropriateness and safety of medication used at Winterbourne View Hospital. This question was
asked through the census in consideration of action point 4521 identified in Transforming Care’s appendix B
but principally developed from a requirement to gain data to inform whether the patients’ improving quality
and safety outcome “I get the right treatment and medication for my condition” was being fulfilled.
The Census collected data on whether service users were in receipt of anti-psychotic medication22. Data
providers were asked to distinguish whether patients were considered to be receiving these drugs on a
regular basis, whether they had received them on a ‘pro re nata’23 (PRN) basis during the 28 days preceding
the Census, or both.
Figure 3: Service users in receipt of anti-psychotic medication a

A ‘Regular’= receiving regular anti-psychotic medication on Census day; ‘PRN’ = received anti-psychotic medication on
a ‘pro re nata’ (as need arises) basis at least once during the 28 days preceding the Census.
Base: All service users (3,250)
Data source: Tables 5a/5b of the reference data tables, Learning Disabilities Census Report 2013 (further analysis)

Overall more than two thirds of service users (68.3%) had been given anti-psychotic medication on some
basis leading up to the Census, the majority (63.5% of all service users or 93.0% of those given these
drugs) of which had been in receipt of them on a regular basis (that is, ‘regular’ or ‘both regular and PRN’).
Almost a quarter (23.0%) of all service users had been given anti-psychotic medication on both a regular
and a pro re nata24 (PRN) basis. Just 4.8% had been given them solely on an ‘as needed’ basis.
The figure for regular use of antipsychotic medication is higher than reported in studies cited in a paper
published in 200125 which indicated that 22-45% of people with a learning disability in hospital populations
were taking such medication. The paper further asserted that given a prevalence of 8-15% of psychiatric
20

South Gloucestershire Safeguarding Adults Board: Winterbourne View Hospital:
http://hosted.southglos.gov.uk/wv/report.pdf
21
By summer 2013- The Department of Health will explore with the Royal College of Psychiatrists and others whether
there is a need to commission an audit of use of medication for this group. As the first stage of this, we will commission
a wider review of the prescribing of antipsychotic and antidepressant medicines for people with challenging behaviour.
See reference 18 above.
22
Brief details describing typical and atypical antipsychotic medication is available from:
http://www.rcpsych.ac.uk/healthadvice/treatmentswellbeing/antipsychoticmedication.aspx
23
Pro re nata: ‘as need arises’ and used at least once during the 28 days prior to Census day.
24
Pro re nata: ‘as need arises’.
25
‘Are antipsychotic drugs the right treatment for challenging behaviour in learning disability?: The place of a
randomised trial’: Ashcroft R et al. Journal of Medical Ethics; Oct 2001, Vol. 27 Issue 5, p338.
Available at: http://www.ncbi.nlm.nih.gov/pmc/articles/PMC1733459/
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illness, then 7-30% of people in institutions taking this medication were doing so in order to manage their
behaviour. This efficacy of this approach was challenged by Tyrer et al. in 200826 in a paper which
concluded that prescribing anti-psychotic medication routinely was not acceptable for people with learning
disabilities and challenging behaviour. A further paper published in 200027 asserted that a large proportion
of people with learning disability who were prescribed antipsychotic medications for behavioural purposes
rather than for treating psychotic illness could have these drugs reduced or withdrawn. A more recent paper
in 201228 concluded that discontinuation of anti-psychotic medication prescribed for challenging behaviour in
patients with learning disability was associated to improved behavioural functioning.
The use of anti-psychotic medication for a high number of in patients (68.3% or 2,220) raises questions
about the experience of care and how these figures may be interpreted in conjunction with the use of hands
on restraint. Any restrictive intervention should be based on principles within the Mental Capacity Act
200529 and Mental Health Act 200730. It is widely accepted that use of restraint of any type, should only be
implemented where all other practical options have been considered, employed or found ineffective. The
reported incidence of use of antipsychotic medication raises questions concerning the extent to which it may
be appropriate. The recent Department of Health policy publication Positive and Proactive Care: reducing
the need for restrictive interventions (2014)31 strengthens the case for using positive behavioural support
approaches to reduce the incidence of behaviour that challenges and identifies that if a restrictive
intervention has to be used, it must always represent the least restrictive option to meet the immediate need.
The extent to which routine use of antipsychotic medication is appropriate in care is mediated by the
involvement of and endorsement by a multidisciplinary team providing treatment and support to the
individual. They should ensure that routine administration of medication is in the person’s best interests, that
it is the least restrictive option available, a record is maintained of the decisions made and that monitoring
and review are in place. A challenge to how reliable reviewing may be in practice is suggested by figure 7 in
the planning for care section of this report, which indicates that reviews are supported by independent face
to face clinical assessment in only 35.2% of cases.

26

Risperidone, haloperidol, and placebo in the treatment of aggressive challenging behaviour in patients with
intellectual disability: a randomised controlled trial, Tyrer, P et al. The Lancet, Volume 371, Issue 9606, Pages 57 - 63,
5 January 2008
27
Reducing antipsychotic medication in people with a learning disability, Ahmed Z, et al. The British Journal of
Psychiatry (2000)176: 42-46. Available at: http://bjp.rcpsych.org/content/176/1/42.full
28
Effects of controlled discontinuation of long-term used antipsychotics for behavioural symptoms in individuals with
intellectual disability, de Kuijper G, et al. Journal of Intellectual Disability Research (2012) Available at
http://www.ncbi.nlm.nih.gov/pubmed/23046144
29
Mental Capacity Act 2005: http://www.legislation.gov.uk/ukpga/2005/9/section/5
30
Mental Capacity Act 2005: http://www.legislation.gov.uk/ukpga/2007/12/section/6
31
Positive and Proactive Care: reducing the need for restrictive interventions:
https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/300293/JRA_DoH_Guidance_on_RP_w
eb_accessible.pdf
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Table 3: Service users by regularity of anti-psychotic medication administration and main reason for
being in hospital
England, 30 September 20132

numbers/percentages
Service users

no.

All service users

Main reason for hospital admission a
Autistic Spectrum Disorder (including
Asperger’s Syndrome)
Challenging behaviour
Learning disability
Mental illness
Personality disorder or self-harm or
other

of whom:
Both
regularly and
PRNb

PRNb

Regular

None

as % of
all
service
users

no.

%

no.

%

no.

%

no.

%

3,250

100.0

748

23.0

1,316

40.5

156

4.8

1,030

31.7

321

9.9

63

19.6

133

41.4

29

9.0

96

29.9

691
1,131
896
211

21.3
34.8
27.6
6.5

169
258
203
55

24.5
22.8
22.7
26.1

266
415
433
69

38.5
36.7
48.3
32.7

32
47
36
12

4.6
4.2
4.0
5.7

224
411
224
75

32.4
36.3
25.0
35.5

a

Providers could designate only one main reason for hospital admission
Used at least once during the last 28 days

b

Base: All service users (3,250)
Data Source: Table 5a of the reference data tables, Learning Disabilities Census Report 2013 (further analysis)

A high proportion of service users admitted to hospital for mental illness (75.0%) or ASD (70.1%) had been
given anti-psychotic drugs leading up to Census day. Regular administration was most common in people
mainly admitted to hospital for mental illness, of whom 71.0% had received these drugs regularly. It was
also common in those mainly admitted to hospital for challenging behaviour (63.0%) or Autistic spectrum
disorder (including Asperger’s syndrome) (61.1%).
Transforming Care32 and the Mansell33 report (2007) before it emphasised the need for effective
commissioning and commissioner involvement in the monitoring of services. To do this it is essential that
commissioners understand who is in hospital and who is responsible for them. Where people effectively live
in hospital (residential post code being the same as that of their ward stay) there may be a risk that the
‘home’ clinical team may not be involved in or aware of these individuals and as such not be involved in
service monitoring, development of person centred plans and planning to bring people to home
environments that are not hospitals. Data received may suggest that those patients with the same address
for ward and residence as well as those at distance from home may be in receipt of services that were less
favourable, which may indicate that service monitoring to achieve required outcomes was less effective in
these cases.
An examination of anti-psychotic medication administration by service user characteristics (see reference
table 5a) shows that:

32

Proportionally more people belonging to black and minority ethnic (BME) groups had been given
these drugs on a regular basis than in white ethnic groups (72.6%) compared with 61.8%);

Transforming Care: A national response to Winterbourne View Hospital:
https://www.gov.uk/government/publications/winterbourne-view-hospital-department-of-health-review-and-response
33
Service for people with learning disabilities and challenging behaviour or mental health needs:
http://www.kent.ac.uk/tizard/research/research_projects/dh2007mansellreport.pdf
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A higher proportion of female than male service users had been given these drugs on a regular basis
(68.6% compared with 61.8%). For people who had been given them on both a regular and PRN
basis, the proportion was ten percentage points higher (30.9% of females compared with 20.3% of
males).
A higher proportion of people whose residential postcode was the same as that of their ward stay
were in receipt of regular anti-psychotic medication (72.5% compared with 63.0% of other service
users for whom postcodes of residence and ward stay were known. In addition, the highest
proportion of people in receipt of these drugs on both a regular and PRN basis was those who with a
ward stay over 100km from their postcode of residence (28.8% of this group compared with 21.8% of
other service users for whom postcodes of residence and ward stay were known).

Figure 4: Ward security and frequency of anti-psychotic drug administration

Base: All service users (3,250)
Data source: Table 5b of the reference data tables, Learning Disabilities Census Report 2013 (further analysis)

As might be expected, use of anti-psychotic medication increased with the ward security level: 79.5% of
service users in high security wards were being given these drugs compared to 65.0% of those in general
(non-secure) wards. Around a third (32.9%) of service users in high security wards were being given these
drugs both on a regular and a PRN basis compared with 20.3% of service users in general (non-secure)
wards.

Incidents, restraint and seclusion
The Independent Inquiry into the death of David Bennett34 eleven years ago highlighted the vulnerability of
people with mental health needs to being physically restrained and at risk of physical and psychological
harm associated to it. This is no less the case where people have learning disabilities. Winterbourne View
demonstrated that there were a very high number of recorded restraints, while a report published by Mind
(2013)35 identified that wide variation in the reporting of restraint exists between providers and as such data
34

Independent inquiry into the death of David Bennett: http://www.irr.org.uk/pdf/bennett_inquiry.pdf
Mental health crisis care: physical restraint in crisis – A report on physical restraint in hospital settings in England:
http://www.mind.org.uk/media/197120/physical_restraint_final_web_version.pdf
35
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on restraint and other incidents were sought via this census in order to identify the extent to which restraint
was being used across provider organisations.
The Census enquired about five types of incidents that learning disability service users may have
experienced during the three months preceding the Census date: self-harm; accidents, physical assault on
the service user; hands on restraint; or seclusion.
‘Self-harm’ is defined in the NHS Data Dictionary36 as ‘intentional self-poisoning or injury, irrespective of the
apparent purpose of the act. It includes poisoning, asphyxiation, burning and other self-inflicted injuries.
‘Physical assault’ refers to physical assault on the patient, and is defined in the NHS Data Dictionary as ‘the
intentional application of force to the person of another, without lawful justification, resulting in physical injury
or personal discomfort. As with the ‘Count Me In’ Census, we do not have information on the person who
committed the assault (for example another patient, a visitor, or a member of staff).
‘Hands-on restraint’ is known as physical restraint in the MHMDS and is defined in the NHS Data Dictionary
as ‘the physical restraint of a patient by one or more members of staff in response to aggressive behaviour
or resistance to treatment’. It is any incident of restraint resulting in the Trust restraint Policy being invoked.
‘Seclusion’ was defined in the ‘Count Me In' Census37 as the ‘supervised confinement of a patient in a room,
which may be locked’, to protect others from significant harm’.
Over half of the service users (56.6% or 1,841) had been the subject of at least one incident involving selfharm, an accident, physical assault on the service user, hands-on restraint or seclusion during the three
months preceding the Census.
It was not recorded for some service users whether some incidents had occurred during the three months
preceding the Census; this is true of 30 people with respect to self-harm; 45 people with respect to
accidents, 31 people with respect to physical assault on the service user; 51 people with respect to handson restraint and 42 people with respect to seclusion.

Table 4: Proportion of males and females with incidents
England, 30 September 2013

numbers/percentages

Whether at least one incident been recorded for the patient in the past three months

Incident type

Yes

%

Self Harm
Accidents
Physical Assault
Hands on Restraint
Seclusion

486
461
480
736
253

20.2
19.3
20.0
30.8
10.6

Male
No
1,919
1,930
1,923
1,652
2,143

Female
No

%

Yes

%

79.8
80.7
80.0
69.2
89.4

354
222
240
374
117

43.5
27.3
29.5
46.2
14.4

459
590
574
435
693

%
56.5
72.7
70.5
53.8
85.6

Base: All service users with known gender and known incident status (3,218 for self-harm; 3,203 for accidents; 3,217
for physical assault; 3,197 for hands-on restraint; 3,206 for seclusion).
Data source: Tables 7a/7b of the Learning Disabilities Census reference data tables, 2014

Table 4 above shows that the most common type of incident was hands-on restraint, for which over a third
of all service users (34.2%) had experienced at least once. Around a fifth of service users had experienced
36

NHS Data Model and Dictionary -Mental Health Minimum Data Set:
http://www.datadictionary.nhs.uk/data_dictionary/messages/clinical_data_sets/data_sets/mental_health_minimum_dat
a_set_(version%204-1)_fr.asp?shownav=1
37
‘Count me In’ Census’:
http://www.cqc.org.uk/sites/default/files/media/documents/count_me_in_2010_final_tagged.pdf
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at least one incident of an accident (21.0%) or physical assault (22.2%), and just over a quarter had selfharmed at least once (25.9%). Table 3 above shows that proportionally more females experienced every
type of incident than males although for seclusion there was only a small difference (14.4% for females
compared with 10.6% for males).
Overall these results are comparable to those published by the Care Quality Commission in 201138. The
Learning Disabilities Observatory also published figures in 2012 covering the period 2006-2010 using the
same categories for patients in assessment and treatment units and receiving other specialist care.39

Table 5: Comparison of proportion of service users with incidents in the Learning Disabilities
Census and the ‘Count Me In’ Census
England
'Count Me
In' Census
2010

Self-harm
Accidents
Physical assault
Hands-on restraint
Seclusion

22
24
28
30
5

percentages a
Learning
Disabilities
Census 2013

26
21
22
34
11

a

Figures are rounded to the nearest % for comparison purposes

Base: Learning Disabilities Census - All service users (3,250); ‘Count Me In’ Census – all service users (3,642)
Data source: Tables 7a and 7b of the reference data tables, Learning Disabilities Census Report 2013 (further
analysis); ‘Count Me In’ Census 2010 (see footnote 39).

Results seem to suggest that incidents reported have not reduced significantly in the period 2010-2013 and
raise concern in respect of increased percentages for self-harm, hands on restraint and the use of seclusion.
As might be expected, some incident types were associated with particular main reasons for hospital
admission: 44.1% of those admitted for a personality disorder, self-harm or other reason had self-harmed
during the three months preceding the Census. About the same proportion (42.2%) had experienced at least
one incident of hands-on restraint. Among those mainly admitted for challenging behaviour, 45.0% had
experienced hands-on restraint, and 28.7% had experienced at least one accident.
Challenging behaviour: a unified approach40 (2007) framed the term ‘challenging behaviour’ within a context
that described people with learning disabilities whose behaviour challenges effective service provision as
being marginalised and excluded from mainstream society while also recognising the growth of provision in
the independent sector and the increase in use of care and treatment in facilities outside of people’s home
areas. Hands-on restraint and seclusion are options that may be used by providers of care and treatment
when other non- restrictive options have been exhausted. This report suggested that in developing capable
environments41 and commissioning services creatively and locally, there would be a reduced need for
38

‘Count Me In’ Census 2010:
http://www.cqc.org.uk/sites/default/files/media/documents/count_me_in_2010_final_tagged.pdf
39
Improving Health and Lives: Learning Disabilities Observatory – ‘Assessment and Treatment Units and Other
Specialist Inpatient Care for People with Learning Disabilities in the Count-Me-In surveys, 2006 to 2010:
https://www.improvinghealthandlives.org.uk/uploads/doc/vid_17542_IHAL%20201209%20A%26T%20and%20other%20specialist%20inpatient%20care%20for%20people%20with%20LD%20in%20the%
20Count-Me-In%20Census.pdf
40
Challenging behaviour: a unified approach: http://www.rcpsych.ac.uk/files/pdfversion/cr144.pdf
41
Royal College of Psychiatrists, British Psychological Society and Royal College of Speech and Language Therapists
Challenging behaviour: a unified approach College Report CR144, June 2007. Capable environments are described
on pages 10 & 11 and discussed on pages 43-52.
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people whose behaviours challenge to be placed out of area as appropriate local alternatives would be in
place. Information from providers contributing to the 2013 Learning Disability Census 2013 indicated that
out of area placements continue to be employed and that in both NHS and independent sector specialist
facilities the use of hands-on restraint, and to lesser extent seclusion, continue to be used frequently.
Self-harm and accidents were experienced by proportionally more service users from White ethnic groups
than BME groups. Over a quarter (27.5%) of people from White ethnic groups had self-harmed at least
once, compared with 16.1% of people from BME groups. Just over a fifth of service users in White ethnic
groups (21.9%) compared with 16.9% of those from BME groups had experienced at least one accident.
Broadly these figures are consistent with the 2010 ‘Count Me In’ Census, which provided age and gender
standardised rates of people experiencing at least one incident during the three months prior to the Census.
It reported few ethnic differences but did find the proportion of people in learning disabilities services
experiencing seclusion was half our findings at around 5%.
Generally, the proportion of people who experienced hands-on restraint at least once decreased with age
group. It was experienced by over 40% of service users aged under 18 or 18-24 (40.5% of those aged under
18 and 44.4% of those aged 18-24), whereas the proportion was 18.3% of the group aged 65 and over.
People receiving anti-psychotic drugs were more likely to have experienced hands-on restraint at least once;
this was true of 40.0% (889) of the 2,220 given them on any basis (regular, PRN or both regular and PRN)
compared to 21.5% (221) of the 1,030 who were not given any of this medication.
Please see Tables 7a and 7b of the reference data tables for further details.
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Planning for care
Figure 5: Care plans for service users

Base: All service users (3,250)
Data source: Table 13 of the reference data tables, Learning Disabilities Census Report 2013 (further analysis)

Transforming Care42 is very clear that health and social care commissioners should start to plan from day
one of admission to inpatient services for the move back to community and our results suggest that there is
currently a failure to respond to the roles and responsibility expectations set out therein.
A discharge plan was in place or the provider was working towards discharge to an identified placement for
29.3% (953) of all service users. Almost a fifth of all service users (18.8% or 611) were not dischargeable
due to mental illness or behavioural needs. However almost half of service users (46.4% or 1,508) were in
receipt of an active care plan without a discharge plan in place.
A small group of service users (4.7% or 152 people) were experiencing a delayed transfer of care due to no
onward placement being available. A further 26 people (0.8%) were recorded as requiring indefinite inpatient
care because of physical needs. The matter of delayed transfers from inpatient facilities to less intensive
environments has been recognised as an issue for some time. The joint investigation into the provision of
services for people with learning disabilities at Cornwall Partnership NHS Trust43 identified significant
incidence of delayed transfers. Mansell44 suggested in 2007 that a quarter of people placed in assessment
and treatment units by primary care trusts…”have finished treatment but presumably have nowhere to go.”
A breakdown of this information by legal status is presented in the ‘Uses of Mental Health legislation’ section
below.
42

Winterbourne View Hospital: Department of Health review and response:
https://www.gov.uk/government/publications/winterbourne-view-hospital-department-of-health-review-and-response
43
Joint investigation into the provision of services for people with learning disabilities at Cornwall Partnership NHS
Trust:
http://webarchive.nationalarchives.gov.uk/20060502043818/http://healthcarecommission.org.uk/_db/_documents/corn
wall_investigation_report.pdf
44
http://www.kent.ac.uk/tizard/research/research_projects/dh2007mansellreport.pdf
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The requirement for effective commissioning and assuring service quality through involvement was
underlined by the Cornwall Inquiry45. A lack of focused and committed commissioning has been associated
to not effectively meeting the needs of people whose behaviour challenges services, resulting in high
service costs and reliance on specialist institutions; these not necessarily being in or near the individual’s
home community as identified within the Learning Disabilities Census report published in December 2013.46.

Figure 6: Care plan agreement for service users by Commissioners and Community Clinical Teams

Base: All service users (3,250)
Data source: Table 12b of the reference data tables, Learning Disabilities Census Report 2013 (further analysis)

For a large proportion of service users (69.5% or 2,260 people), provider care arrangements had been
agreed by both the Commissioner and the Community Care Team. Care arrangements for a further 26.5%
of service users had been agreed by either the Commissioner or the Community Care Team. However no
agreed plan was in place for 4.0 per cent of service users.

45

Joint investigation into the provision of services for people with learning disabilities at Cornwall Partnership NHS
Trust:
http://webarchive.nationalarchives.gov.uk/20060502043818/http://healthcarecommission.org.uk/_db/_documents/corn
wall_investigation_report.pdf
46
http://www.hscic.gov.uk/catalogue/PUB13149/ld-census-initial-eng-sep13-rep.pdf
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Figure 7: Care plan reviews for service users

Base: All service users (3,250)
Data source: Table 13 of the reference data tables, Learning Disabilities Census Report 2013 (further analysis)

‘Transforming Care’47 makes the point that commissioners and community teams from the home area are
required to maintain contact with the patient and their family as well as the commissioner for the area
where the individual is placed to assess progress and plan for return to their own community.
The chart above shows that for most service users (92.7% or 3,013 people), some form of care review had
been undertaken by their service provider in the year preceding the Census. For 35.2% of service users this
was a shared review which involved an independent, face-to-face assessment by a clinician from a relevant
Community Care Team. For 32.1% of service users discussions with members of the relevant community
clinical team had occurred during the year preceding the Census date, but these did not include clinical
assessment. For 25.4%, discussions with the placement Commissioner or Care Manager had taken place.
For the 1,660 service users currently receiving an active treatment plan with no discharge plan in place or
with a delayed transfer of care (see Table 13 of the reference data tables) despite having Commissioner or
Community Clinical Team involvement in their care plans:




Although there were 1,508 people receiving an active treatment plan with no discharge plan in place,
88.3% of these had a care plan agreed by the Commissioner and 75.8% had a care plan agreed by
the Community Care Team. Most (93.2%) had had some form of review (of these, 422 had had a
shared review).
Whilst there were 152 people with a delayed transfer of care, 84.2% of these had a care plan agreed
by the Commissioner and 92.1% had a care plan agreed by the Community Care Team. All had had
some form of review, and of these 79 had had a shared review.

‘Transforming Care’ asserts that where someone is admitted to hospital, their rehabilitation and a focus on
them returning home ought to be a priority from the start. This requires a strong and continuing relationship
between local commissioners, service providers and the hospital, focused on the individual patient’s care
plan. Delivery requires action to maintain links with the patient’s family and home community. It is also
considered important that families are involved in decision-making and consistent with the care programme
approach process, are kept up to date and involved in care plan reviews. The first key principle of high

47

Winterbourne View Hospital: Department of Health review and response:
https://www.gov.uk/government/publications/winterbourne-view-hospital-department-of-health-review-and-response
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quality service being that “I and my family are at the centre of all support – services designed around me,
highly individualised and person-centred”.48

Uses of Mental Health legislation
Legal status on admission
Figure 8: Service users by legal status on date of admission

Base: All service users (3,250)
Data source: Table 9 of the reference data tables, Learning Disabilities Census Report 2013 (further analysis)

On admission to learning disability services, 77.9% (2,532) of patients were subject to The Mental Health
Act 1983 (‘The Act’) and 22.1% were not subject to The Act (‘informal patients’). Of the 2,532 subject to The
Act, most were detained under Part II and related legislation (44.5%) or Part III and related legislation
(32.2%) using ‘longer term hospital orders’, that is, with a period of detention lasting greater than 72 hours.
The remainder were either subject to short-term detention orders (no greater than 72 hours) under Sections
135, 136, 5(2), 5(4) or 4, or Guardianship under Sections 37 or 7.
Further information is available in Table 11 of the reference data tables.

48

Transforming Care: A national response to Winterbourne View Hospital:
https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/213215/final-report.pdf (Page 51)
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Changes in legal status
Table 6: Changes in legal status during 2013/14
England

numbers / percentages
All service users

Total

of whom (Legal status on Census day):
Informal
Part II/Civil
no.
%
no.

%

Part III/ Criminal
no.

%

3,250

714

22.0%

1,481

45.6%

1,043

32.1%

718

571

79.5%

138

19.2%

8

1.1%

1,445
1,042

119
22

8.2%
2.1%

1,275
37

88.2%
3.6%

49
982

3.4%
94.2%

Legal status on admission:
Informal
Part II and related legislation
Part III and related legislation

Note that people with short –term holding orders (34 patients on admission and 4 on Census day) and Guardianship
orders (11 on admission and 8 on Census day) are not presented in this table.
Base: 3,250
Data source: Table 11 of the reference data tables

Table 6 above shows that the majority of the 3,250 patients (87.0 per cent or 2,828 people) in learning
disability services had the same type of legal status on Census day as when they entered care, when
considering informal or longer term hospital orders. Over a fifth of service users (146 people or 20.3%) who
had informal status on admission had become subject to The Act by Census day, and most (94.5% or 138)
of these were under Part II (Civil proceedings).
A small proportion (5.7% or 141 people) of those who were subject to longer-term hospital orders under The
Act on admission to learning disability services and were informal patients by Census day.
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Legal Status on Census day
On Census day, 78.0% were subject to The Act and 22.0% were classed as ‘informal patients’.

Figure 9: Legal status on Census day of service users

‘MHA’ = The Mental Health Act (1983) (for our purposes this includes detentions under equivalent Acts)

49

‘MCA DoLS’ = The Mental Capacity Act 2007 Deprivation of Liberty Safeguards
‘Others’ includes 4 short-term hospital orders, none of which were for service users subject to DoLS, and 8 subject to
Guardianship, of whom 1 was also subject to a DoLS authorisation.
Base: All service users (3,250)
Data source: Table 9 of the reference data tables and Table 5 of the report, Learning Disabilities Census Report 2013
(further analysis)

Of the 2,536 subject to the Mental Health Act 198350 on Census day, the majority (2,524 or 99.5%) were
subject to ‘longer term hospital orders’, that is, those of duration of greater than 72 hours. Four people were
subject to short-term holding orders (72 hours or fewer) and 8 people were subject to Guardianship orders.
Of those subject to longer term hospital orders, 58.7% (1,481)) were detained under Part II of The Act or
under related ‘civil’ detentions51 and 41.3% (1,043) were detained under Part III of The Act or under related
‘criminal proceedings’52.
The Mental Capacity Act Deprivation of Liberty Safeguards (MCA DoLS), which came into force on 1 April
2009, provides a legal framework to ensure people are deprived of their liberty only when there is no other
way to care for them or safely provide treatment. Only 33 of the 3,250 people in learning disability services
49

Formal detentions under the Criminal Procedure (Insanity) Act 1964 as amended by the Criminal Procedures
(Insanity and Unfitness to Plead) Act 1991 and detentions under other related Acts.
50
Mental Health Act 1983: http://www.legislation.gov.uk/ukpga/1983/20/contents
51
"Other Acts" includes Section 47 of the National Assistance Act 1948, Sections 1, 2 or 12 of the Children and Young
Persons Act 1969 and Children Act 1989
52
"Other Proceedings" includes Criminal Procedure (Insanity and Unfitness to Plead) Act 1991, and Section 3 of the
Powers of Criminal Courts Act 197
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were subject to a Deprivation of Liberty Safeguard (DoL), 17 of which were informal patients. Applications
for a DoLS were underway for a further 10 people. Sixteen people were recorded as being subject to the
Mental Health Act as well as DoLS.
There were some differences in service user characteristics between the 2,524 subject to longer term
hospital orders on Census day and the 714 informal patients:




A lower proportion of patients subject to longer term hospital orders were under 18 (4.2% compared
with 10.9% of informal patients);
A higher proportion of patients subject to longer term hospital orders were male (76.7% compared
with; 67.4% of informal patients);
The most common main reason for admission was ‘learning disability’, which was the case for 37.0%
of patients with longer term hospital orders (this affected 27.2% of informal patients). For informal
patients the most common main admission reason was ‘challenging behaviour’, which affected
32.9% of this group (and 17.9% of those with longer term hospital orders).

Please see Table 10a of the reference data tables for more information.

Consent to treatment
1,182 of the 2,524 (46.8%) of service users with longer-term detention orders were receiving treatment
‘authorised without their consent’ under section 58 of the Mental Health Act (1983). Of the 714 informal
patients, 55 (7.7%) were receiving treatment without their consent. CQC53 reported that among detained
patients (short term and longer-term detained), 38% were deemed incapable of consenting to treatment and
6% were deemed capable of consenting to treatment but refused. It also reported approximately 66% of
informally admitted inpatients were deemed incapable of consenting to treatment. The issue of capacity and
consent is important. As such consideration will be given to the questions posed in the 2014 re-run of the
Learning Disability Census to consider the extent to which individuals have access to advocacy with
intention to understand how this influences outcomes. A list of outcomes associated to the provision of high
quality services can be found in Transforming Care54 Of particular relevance is the outcome stating the
individual should be involved in decisions about their care, where they lack capacity it is important that their
best interests are represented effectively.

53

‘Count Me In’ Census 2010: ‘Count Me In’ Census 2010
http://www.cqc.org.uk/sites/default/files/media/documents/count_me_in_2010_final_tagged.pdf
54
Transforming Care: A national response to Winterbourne View Hospital:
https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/213215/final-report.pdf (page 51)
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Comparison of long-term detained and informal service users
Table 7: Service users by legal status on Census day and ward security level
England

numbers / percentages
Total

of which:
General

Low Secure

Medium Secure

High Secure
no.
%

no.

%

no.

%

no.

%

3,250

1,470

100.0%

1,195

100.0%

512

100.0%

73

100.0%

697

606

41.2%

85

7.1%

6

1.2%

0

0.0%

17

11

0.7%

6

0.5%

0

0.0%

0

0.0%

Long-Term Hospital Order

2,509

845

57.5%

1,093

91.5%

499

97.5%

72

98.6%

Long-Term Order + DoLS

15

3

0.2%

8

0.7%

3

0.6%

1

1.4%

Others

12

5

0.3%

3

0.3%

4

0.8%

0

0.0%

All service users

Informal
Informal + DoLS

Data source: Learning Disability Census 2013

Base: All service users (3,250)
‘Others’ includes 4 short-term hospital orders, none of which were for service users subject to DoLS, and 8 subject to
Guardianship, of whom 1 was also subject to a DoLS authorisation.
‘DoLs applied for’ are not included in ‘informal + DoLS’ or ‘long-term order +DoLS’

As might be expected, the majority of informal patients (86.4%) were being cared for in general wards.
However 91 informal patients were in a secure ward and did not have a DoL in place. Just under two thirds
(66.4% or 1,676) of patients on longer-term hospital orders were being cared for in secure wards: of these
1,676, 43.6% were situated in low secure wards, 19.9% were in medium secure wards and 2.9% were in
high secure wards.
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Figure 10: Service users by legal status on Census day and by ward setting (ward type)

Base: 3,238
Data source: Table 10b of the reference data tables, Learning Disabilities Census Report 2013 (further analysis)

Figure 10 above illustrates the proportions of informal patients and those with longer term hospital orders on
Census day in various ward type settings. As might be expected, a high proportion (49.3% or 1,245) of
those with longer term hospital orders were resident in wards with secure forensic beds. Over 10% were in
complex continuing care and rehabilitation beds (14.6% or 369) and acute admission beds within
specialised learning disability units (10.6% or 268). Only 1.8 per cent of this group (46) were in other beds
including those for specialist neuropathic conditions.
For informal service users, the highest proportion (27.5% or 196) was in acute admission beds within
specialised learning disability units. Over 22% were in complex continuing care and rehabilitation beds. Just
4.3% (31) were in forensic rehabilitation beds (at 9.2% a higher proportion of those on longer term sections
were in this type of ward setting).
The figures show some differences with respect to security; under ‘Ward Security Level’ (see Table 10b of
the reference data tables), providers reported that 1,676 service users subject to longer term hospital orders
were in low, medium or high security wards but there were 1,245 reported to be in a ward type of ‘high,
medium and low secure forensic beds’. For informal service users there were 97 patients in secure wards
but 109 with a ward type of ‘secure forensic beds’. This discrepancy may reflect different interpretations of
questions 37 and 38 in the census. Guidance around this area will be strengthened for the re-census in to
be undertaken in September 2014.
Ward type was coded as ‘unknown’ in returns for 16.1% of informal patients and 10.9% of those with longer
term hospital orders.
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Figure 11: Service users by legal status on Census day and by care plan details

Base: 3,238
Data source: Table 10b of the reference data tables, Learning Disabilities Census Report 2013 (further analysis)

Figure 11 above shows that there are notable differences in the care plan arrangements for informal patients
and those on longer term hospital orders on Census day.
For just under a quarter (24.0%) of the 2,524 service users who were subject to a longer term detention
order, of either a discharge plan was in place or work was in progress towards discharge to an identified
placement. Over a fifth (21.3%) were not dischargeable due to mental illness or behavioural needs.
However over half (51.5%) were reported as being in receipt of an active care plan without a discharge plan
in place and 2.9%were subject to a delayed transfer of care due to no onward placement being available. A
further 0.2% were recorded as requiring indefinite inpatient care because of physical needs.
For just under half (47.9%) of the 714 informal service users providers reported that they were either
working towards a discharge to an identified placement or that there was a discharge plan in place. A tenth
(9.9%) were not dischargeable due to mental illness or behavioural needs. However 28.3%)were currently
receiving an active treatment plan without a discharge plan in place and 10.9% users were subject to a
delayed transfer of care. A further 2.9% were reported as requiring indefinite care due to physical needs.
‘Transforming care’ promotes the care model as described in the Mansell report and describes how it fits
with the new health and care system focusing on key principles, required outcomes for individuals, and how
the model should work in practice. The document asserts that “There are too many people challenging
behaviour living in inpatient services for assessment and treatment and they are staying there for too long.”
This position is reinforced within the commissioning, assessment and care planning section of Appendix 1
by the requirement that “Health and social care commissioners should start to plan from day one of
admission to inpatient services for the move back to community”. It is apparent from providers of services
that commissioners have not engaged in discharge planning for almost a third of informal service users. The
section in this document covering uses of the mental health act legislation identifies that 22 per cent of
inpatients are ‘informal’. It may be argued that these service users are potentially the most readily amenable
to Transforming Care’s required actions in particular action 58, which stated “Health and care
commissioners should put plans into action as soon as possible and all individuals should be receiving
personalised care and support in appropriate community settings no later than 1 June 2014.”
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Figure 12: Service users by legal status on Census day and by length of stay

Base: 3,238
Data source: Table 10b of the reference data tables, Learning Disabilities Census Report 2013 (further analysis)

The proportion of service users having a length of stay of under three months was much lower in service
users subject to a longer term hospital order long-term detained patients (12.8%) than in informal patients
(38.5%) Almost two thirds of long-term detained patients (65.1%) had a length of stay of a year or longer,
compared with around two fifths of informal patients (41.7%) The proportions of service users who had been
in their place of ward stay on Census day for five years or more were closer; these accounted for 16.7% of
long-term detained patients and 20.7% of informal patients.
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Costs for service provision
Figure 13: Cost of service provision per week

Base: 3,250
Data source: Table 6a/6b of the reference data tables

For 86.0% of service users (2,795 people), care in learning disability settings cost between an estimated
£1500 and £4499 per week, with the highest proportion (37.9% or 1,231 people) being in the £2500-£3499
bracket). For 11.4% (369 people), care provision was estimated to cost over £4500 per week per person.
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Figure 14: Costs for service provision by main reason for hospitalisation

Base: 3,250
Data source: Table 6a of the reference data tables

Between 60 and approximately 70 per cent of placements grouped by each main hospitalisation reason cost
between £2,500 and £4,499 per week (see Table 7a of the reference data tables). The reason associated
with the highest proportion of high cost placements was ASD, where nearly a third of placements (27.7%)
cost over £4500 per week. Over 30% of people who had a main admission reason of Learning Disability
(31.7%) or Mental Illness (30.5%) had a placement costing under £2,500 per week.
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Figure 15: Costs for services by distance from residencea

a

Service users are only included if they have both a postcode of residence and postcode of ward stay recorded
Base: 3,129
Data source: Table 6a of the reference data tables

The chart above shows that the almost a fifth (19.6%) of service users staying 100km or more their
postcode of residence were in high cost placements. Around a third (34.0%) of service users staying within
10km of their postcode of residence were in placements costing under £2,500 per week. Just over a third
(36.3%) of placements for service users for whom the postcode of residence was unknown were in high cost
placements.

Figure 16: Costs for service provision by security level

Base: 3,250
Data source: Table 6b of the reference data tables
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The cost of care tended to increase with ward security; 29.0% (107 people) of high cost placements (£4,500
or more per week) were in medium or high secure wards compared with 16.6% (478 people) in placements
costing less than £4,500 per week. Over a half (52.4% or 433 people) of the lowest cost placements (under
£2,500 per week) were in general (non-secure) wards, contrasting with over two fifths (42.8% or 1,037
people) of other placements.

Figure 17: Costs for service provision by ward setting (ward type)

Base: 3,250
Data source: Table 6b of the reference data tables

For most ward setting types, fewer than 15% of placements cost over £4,500 per week. The exception was
wards with acute admission beds with specialised learning disability units, where 26.6% (or 124) of
placements cost £4,500 per week or greater. Wards with acute admission beds within generic mental
health settings had the highest proportion of placements costing under £2,500 per week (50.3% or 72).
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Appendices
Appendix 1: List of Tables (England level)
The following tables are published in the supporting Excel document which can be found here –
http://www.hscic.gov.uk/pubs/ldcensusrepsep13

Table 1a: Service users by Area Team of residence and Area Team of ward stay
Table 1b: Service users by Clinical Commissioning Group (CCG) of residence
Table 1c: Service users by Clinical Commissioning Group (CCG) of ward stay
Table 2a: Service users by ward security level and by Area Team of residence
Table 2b: Service users by length of stay and Area Team of residence
Table 2c: Service users by distance from residence and Area Team of residence
Table 3: Service users by commissioner type
Table 4: Service users by disability and main reason for hospital admission
Table 5a: Administration of anti-psychotic medication by service user characteristics
Table 5b: Administration of anti-psychotic medication by details of care environment
Table 6a: Service users by weekly charge and service user characteristics
Table 6b: Service users by weekly charge and by ward type and by ward security level
Table 7a: Service users by incident type (self-harm, accidents and physical assault) and service user
characteristics
Table 7b: Service users by incident type (hands-on restraint and seclusion) and service user characteristics
Table 8a: Service users by number of incidents of self-harm and Area Team of ward stay
Table 8b: Service users by number of incidents of accidents and Area Team of ward stay
Table 8c: Service users by number of incidents of physical assault and Area Team of ward stay
Table 8d: Service users by number of incidents of hands-on restraint and Area Team of ward stay
Table 8e: Service users by number of incidents of seclusion and Area Team of ward stay
Table 9: Service users by detailed legal status on day of admission and day of Census
Table 10a Service users by grouped legal status on Census day and by service user characteristics
Table 10b: Service users by grouped legal status on Census day and by details of care environment
Table 11: Service users by grouped legal status on Census day and on admission
Table 12a: Service users by care plan details and Area Team of ward stay
Table 12b: Service users by whether care plan agreed with commissioner and/or community clinic, and by
Area Team of ward stay
Table 12c: Service users by status of review discussions and Area Team of ward stay
Table 13: Service users by care plan details
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Appendix 2: Related reading
Historical versions of this publication:
There are no historical versions of this publication. 2013 is the first year that this has been undertaken and it
is anticipated to be re-run on a further occasion in 2014.
Other documentation listed below concerning this publication can be found at:
http://www.hscic.gov.uk/ldcensus

questions

Press release
http://www.hscic.gov.uk/article/3591/New-Learning-Disability-Census-deadline-approaches-for-mandatorysubmissions

Background documentation and resources concerning this publication:
Winterbourne View Hospital: Department of Health review and publications
https://www.gov.uk/government/publications/winterbourne-view-hospital-department-of-health-review-andresponse
Winterbourne View Joint Improvement Programme
http://www.local.gov.uk/web/guest/adult-social-care/-/journal_content/56/10180/3912043/ARTICLE
South Gloucestershire Safeguarding Adults Board Winterbourne View Hospital: A Serious Case Review
http://hosted.southglos.gov.uk/wv/report.pdf

Suggested reading:
People with learning disability and mental health, behavioural or forensic problems: the role of in-patient
services: Faculty Report FR/ID/03 July 2013
http://www.rcpsych.ac.uk/pdf/FR%20ID%2003%20for%20website.pdf
This report gives background to the development of current in patient provision, argues for a range of
provision to meet complex needs and presents a reclassification of inpatient assessment and treatment
options available.
Eric Emerson et al. “People with Learning Disabilities in England, 2012”, (Improving Health and Lives:
Learning Disability Observatory, 2013),
http://www.improvinghealthandlives.org.uk/gsf.php5?f=17280&fv=18581
The publication aims to provide a summary of information on the characteristics of people with learning
disabilities, the services and supports they use as collected by numerous government departments.
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Pauline Heslop et al, “Confidential Inquiry into premature deaths of people with learning disabilities
(CIPOLD): Final report”, (University of Bristol, 2013)
http://www.bris.ac.uk/cipold/fullfinalreport.pdf
The Confidential Inquiry into the deaths of people with learning disabilities (CIPOLD) was tasked with
investigating avoidable or premature deaths of people with learning disabilities through a series of
retrospective reviews of deaths. (Considering 247 deaths between 2010 and 2013). The aim was to review
the patterns of care that people received in the period leading up to their deaths. It identified deficient health
and social care provision.
Services for People with learning Disabilities and Challenging Behaviour or Mental Health Needs: Report Of
A Project Group Chairman: Prof J L Mansell) Revised Edition October 2007
http://www.kent.ac.uk/tizard/research/research_projects/dh2007mansellreport.pdf
The report recognised people with learning disabilities whose behaviour challenges are among those most
at risk of services breaking down and the need to change the nature of commissioning to build and sustain
the capacity to meet the needs of people in each area
Joint investigation into the provision of services for people with learning disabilities at Cornwall Partnership
NHS Trust. (Commission For Health Care Audit And Inspection 2006)
http://webarchive.nationalarchives.gov.uk/20060502043818/http://healthcarecommission.org.uk/_db/_docum
ents/cornwall_investigation_report.pdf
This report considered practice standards within the Trust. The investigation uncovered abuse, provision
that was inconsistent with the principles of Valuing People (in that individuals’ rights, choice, inclusion and
independence were not reflected in practice), provision within in unacceptable environments, and failings in
planning and review of care.
Investigation into the service for people with learning disabilities provided by Sutton and Merton Primary
Care Trust (Healthcare Commission, 2007)
http://webarchive.nationalarchives.gov.uk/20060502043818/http://healthcarecommission.org.uk/_db/_docum
ents/Sutton_and_Merton_inv_Main_Tag.pdf
This report detailed deficiencies in the provision of services to people with learning disabilities. Issue were
revealed concerning the quality of health care received and level of activity provision. Of particular
relevance was the inappropriate use of restraint, lack of policy and adequacy of staff training.
Valuing People: A New Strategy for Learning Disability for the 21st Century.
https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/250877/5086.pdf
This white paper introduced the principles of rights, independence, choice and inclusion. It was at the time of
publication the first white paper on learning disabilities for 30 years and enjoyed cross Governmental
backing. It considered a lifelong approach with proposals set to effect improved outcomes relating to health
and social services, education, housing and employment for people with learning disabilities and to include
families and carers in decision making.
Positive and Proactive Care: reducing the need for restrictive interventions
https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/300293/JRA_DoH_Guidance
_on_RP_web_accessible.pdf
This guidance seeks to provide a framework to support the development of service cultures and ways of
delivering care and support to better meet needs and improve quality of life. It provides key actions to
reduce the need for restrictive interventions and promote recovery.
British Institute of Learning Disability, Factsheet: Chemical restraint
http://www.bild.org.uk/EasysiteWeb/getresource.axd?AssetID=2516&type=full&servicetype=Attachment
This fact sheet provides a brief summary of what chemical restrain is, its uses, and context of use.
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Mind, Mental Health Crisis Care: Physical Restraint In Crisis A Report On Physical Restraint In Hospital
Settings In England. (June 2013)
This report discussed the use of physical restraint and its consequences on people being restrained. The
report sought ending face down restraint and the development of national standards and development of
accredited training for staff.
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A2.2 Related statistics
Care Quality Commission “Count Me In.” Count Me In‟ was a census of inpatients and patients on
supervised Community Treatment Orders in mental health and learning disability services, which was
conducted annually from 2005 to 2010. Whilst its scope was considerably broader than the Learning
Disability Census and focused on the Department of Health’s five-year action plan for improving mental
health services for Black and minority ethnic communities in England, it reported on service users with
learning disabilities as a sub-group.
http://socialwelfare.bl.uk/subject-areas/services-client-groups/adults-mentalhealth/carequalitycommission/155293count_me_in_2010_final_tagged.pdf
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