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Learning Disabilities 

Introduction 

Learning disabilities are lifelong conditions characterised by cognitive impairment.  ICD 101 uses the 

term intellectual disability which includes impairment of cognitive, motor and social abilities.  It 

defines learning disabilities by severity using IQ as a guide; a person with an IQ less than 70 is 

considered to have a learning disability.   

In many cases no specific cause of disability can be determined.  When identified they are usually 

genetic (e.g. in chromosomal or gene disorders such as Down’s syndrome, fragile x syndrome), 

environmental such as by exposure to drugs, alcohol or certain diseases during pregnancy or 

traumatic, such as cases of oxygen deprivation or head trauma.  

Autistic spectrum disorders are commonly associated with learning disabilities.  These are 

developmental and are characterised by difficulties in social interaction, communication and 

imagination.  About half of people with severe learning disabilities have some kind of autistic 

spectrum disorder.   

Prevalence of learning disability may be linked to certain demographic groups.  For instance, males 

are more likely to have mild and severe learning disabilities than females, often because some 

genetic disorders are more common in male children.   Deprivation is positively associated with mild 

and moderate learning disability.  There are higher rates of learning disability in South Asian groups 

compared to the general population, particularly in younger people with severe disabilities. 

Who’s at risk and why? 

It is difficult accurately to calculate the incidence of new cases of learning disabilities because there 

is no way to detect the majority of neonatal cases.2  One estimate of cumulative incidence3 for 

severe learning disabilities was given as 4.3 per 100 live births.  

 

About this briefing 

The briefing is part of the Leicester JSNA and is intended to give an overview, based on current available 

information, of the issues involved and links to further sources of information.  This briefing will be 

reviewed at least annually and we welcome your comments and suggestions for improvement.  Please 

send your comments to Sandie.Harwood@leicester.gov.uk or telephone 0116 454 2023.  

If you would like to join the JSNA email group and be kept up to date with changes and additions to the 

JSNA webpages, please contact Sandie Harwood: Sandie.Harwood@leicester.gov.uk  

This briefing is not statement of policy of either Leicester City Council or Leicester City Clinical 

Commissioning Group, nor the Leicester Health and Wellbeing Board.   
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Estimates also vary as to the prevalence of people with learning disabilities.  In 2004, the Centre for 

Disability Research estimated there were 177,000 adults, 0.47% of the total adult population, known 

as learning disability service users in England.  Of these, 26,000 were aged 60 or over.4    Evidence 

shows this number to be an underestimate because many adults with mild learning disabilities do 

not use specialist learning disability services.5 6   

The true number of people with a learning disability nationally was estimated to be 985,000, or 2% 

of the whole population.  But recent revisions of estimates suggest that 1.2 million people in England 

have learning disabilities including 298,000 children (188,000 boys and 110,000 girls) aged 0-17, and 

900,000 adults (526,000 men and 374,000 women) aged over 18 years , of whom 21% (191,000) are 

known to learning disability services. 

Clearly mild learning disability is most common.7   Health of the Nation estimated that about 20 in 

every 1,000 people have a mild to moderate learning disability with an additional 3-4 people in every 

1,000 having severe learning disabilities.   A critical review found that the prevalence of learning 

disabilities varied from 2 to 85 per 1,000, with an average of 3.8 per 1,000 for severe learning 

disabilities and 34 per 1,000 for mild learning disabilities.  Many have multiple disabilities, including 

physical or sensory impairments or disabilities, as well as behavioural difficulties. 

So the real figure is probably 3-4 per 1,000 for severe and 34 per 1,000 for mild learning disabilities.  

The rate for Leicester, according to those registered with learning disabilities in local general 

practices is 5.22 per 1,000 (see Table 2 below).  More males are born with learning disabilities.8  The 

gender ratio of people with learning disabilities is about 60% male and 40% female.9  These 

proportions change with age, as females are more likely to live longer.   There is some evidence of 

slightly higher prevalence rates amongst some Black and Minority Ethnic (BME) groups, and this 

includes South Asian groups in the UK.10  
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Table 1: Studies of the prevalence of people with Learning Disabilities11 (Data: For individual sources see endnotes) 

Year  Age Group 
Geographical 
Area 

Study population 
with learning 
disabilities Study Type 

Prevalence per 1000 

Mild Moderate Severe Profound Total 

199712 Lifespan Worldwide N/A Critical review 34 3.8 37.8 

199813 
median age 
10.8 years Norway 185 

Population based of 1980-85 
birth cohort 3.5 1.5 0.4 0.8 6.2 

1999 Unspecified France 1,150 
Retrospective survey of 
1976-85 birth cohort N/A 3.5 combined N/A 

200114 Lifespan USA 945,091 

Non-institutionalised 
population cross-sectional 
survey 1994-5  N/A N/A N/A N/A 7.8 

200215 
20 years and 
over Leicestershire 105 

Population based cross-
sectional administrative 
prevalence in 1991 N/A N/A N/A N/A 3.58 

200216 14-20 years  Ontario  225 
Population based screening 
study in 1994 3.54 3.64 combined 7.18 

200317 11.5 years 
Northern 
Finland 105 

Population based 1985-86 
birth cohort 7.49 1.71 0.75 1.28 11.23 

200318 Children 
Western 
Australia 3,426 

Population based 1983-92 
birth cohort 10.6 1.4 

12                +/- 2.3 
per 1000 
unspecified 
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Policy direction for people with learning disability 

The policy direction to meet learning disability health needs is underpinned by a commitment to 

justice and social inclusion, focusing on increasing community based care and reducing variations in 

care outcomes.  National strategies, Valuing People,19 and Valuing People Now,20 offered guidance 

on service organisation and development. They emphasised key principles for health care delivery 

including rights, independence, choice and inclusion.   

Service users suggest that providers, commissioners and policy makers do not properly address 

complex needs, especially for people from BME and newly arrived communities, people with autistic 

spectrum conditions and offenders.  They felt that services are poorly co-ordinated, offer insufficient 

carer support, leave substantial unmet health care needs and offer little choice.   

In 2008, Michael reported ongoing shortcomings in services and that people with learning disabilities 

are not a priority.  One of the recommendations to the Michael’s Report (Healthcare for all)21 was 

that the Department of Health should amend the Core Standards for Better Health, to include the 

need for reasonable adjustments to deliver learning disability services.    

Further risks to people with learning disabilities are highlighted by patient experience at 

Winterbourne View hospital.  The Winterbourne View report set out a response to such failings, 

highlighting a need for managerial and corporate accountability, and actions to cover the needs of 

people with learning disabilities or autism, who also have mental health conditions or behaviours 

described as challenging.   

The Joint Commissioning Strategy and action plan for people with learning disabilities in Leicester 

includes raising awareness of learning disability issues, involving patients, carers and clinicians in 

training, planning and service development, reducing barriers to care and improving quality of 

mainstream services.   The plan focuses on a number of key risk areas, including: 

Personalisation:  Person centred planning, advocacy and direct payments to give people more 

choice and control in their lives through high-quality personalised services; empowering people to 

use resources more flexibly to suit their needs.   

 

Health:  Better health for people with learning disabilities is a key priority. Most people with learning 

disabilities have poorer health than the rest of the population and are more likely to die at a younger 

age.  Their access to NHS care is often restricted and characterised by problems that undermine 

dignity and safety.   There is a need to achieve inclusion of learning disability care in mainstream 

health services in order to reduce health inequalities and to ensure timely access to care.   

Housing:  There is a need to increase housing options for people with learning disabilities. Many do 

not choose who they live with or where they live.  More than half live with their families and whilst 

others live mostly in residential care.   

Work, education and getting a life:  People with learning disabilities want to lead ordinary lives and 

do the things that most people take for granted. They want to study at college, get a job, have 

relationships and friendships and enjoy leisure and social activities.  
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Relationships and having a family:  There is a need to enable people with learning disabilities to 

meet new people, form all kinds of relationships, and to lead fulfilling lives with access to a diverse 

range of social and leisure activities.  The strategy emphasises their right to become parents and the 

need for adequate support to sustain the family unit.  People with learning disabilities have limited 

opportunities to build and maintain social networks and friendships. Parents with a learning 

disability do not get sufficient access to support, putting families at risk of enforced separation.  

Advocacy:  Advocacy will help people with learning disabilities to gain access to the support they 

need.   

Transport:  Transport difficulties mean that people with learning disabilities are less likely to make 

journeys than non-disabled people.    

Leisure services and social activities:  The strategy advocates work to explore how local services can 

be made more accessible for people with learning disabilities.  Meaningful vocational, social, leisure 

or learning activities will help people to be more connected to their communities.    

Community safety: The strategic plan aims to help people with learning disabilities feel safe in their 

local communities.  There are with actions focused on overcoming fear of hate crime, abuse and 

neglect.   

In summary the key legislation which pertains to learning disabilities are:   

 The Care Act 2014:22  This draws together all previous social care legislation. It confirms the 

equal right to an assessment for service users and carers, and the right to advocacy if a 

person has a substantial difficulty.  

 Better Care Together Strategy:23 (LLR Five Year Strategy, 2014-2019.)  

 Transforming Care: Winterbourne View-Time to Change:24  Strengthening Rights; Forcing 

the pace on commissioning; Closure of large hospitals; Building capacity in the community; 

Holding people to account.  This is about people who are in hospital due to their mental 

health needs. They should only be there while they need in-patient treatment and they must 

be discharged as soon as they are medically fit.  There is a need to ensure people are 

supported in the community rather than going into hospital or specialist placements that are 

far from their families and friends. 

 Learning Disability Self-Assessment Framework and  Autism Self-assessment Framework 

NHS England (Autism SAF): Every year, local authorities in England along with health 

colleagues, have to assess and score themselves on what they are doing to support people 

with Learning disabilities, people with Autism and their carers, and how well they are doing 

it.  They must then form a Delivery Action plan which informs local commissioning intentions 

and practice. 

The Children and Families Act 2014:25 This legislation will change the transition process for young 

people from September 2014, with what is called the Local Offer. Implementation will vary across 

local authorities, but the principles are the same. 
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The level of need in the population 

Table 2 below shows 1,992 people recorded with learning disabilities, by age group, from a 

registered General Practice population of 381,000; a rate of 5.22 per 1,000. It shows significantly 

higher proportions of people on the learning disability register aged 15-19 and between 40 and 59 

and significantly lower proportions of people aged over 75 years.   

 

Table 2: People on the Learning Disability Register in Leicester by age group compared with 

General Practice population of Leicester 

 
Source: GP Learning Disability Registers: SystmOne, March 2015 

 

With regard to area of residence, a review of the University of Leicester register in 2010 found that 

people with learning disabilities are resident all over Leicester.  A review of the learning disability 

registrations by ethnic background found that there was a significantly higher rate of learning 

disability in people from White/White British ethnic backgrounds than any other ethnic group 

(Figure 1). 

 

The frequency of most common medical conditions is similar for people with learning disabilities and 

the general population.  However, there is increased frequency of thyroid disorders, non-ischaemic 

congenital heart disease and sensory impairment, among people with learning disabilities.26 27  

People with learning disabilities have lower levels of arthritis and back pain compared to the general 

population, 28 and fewer natural teeth.29  

Age group

Learning 

disability 

register

Prevalence per 

1,000 population

95% confidence 

limits

0-4 4 0.16 0 - 0.3

05-09 41 1.60 1.1 - 2.1

10-14 91 4.04 3.2 - 4.9

15-19 168 6.46 5.5 - 7.4

20-24 223 5.85 5.1 - 6.6

25-29 210 6.19 5.4 - 7

30-34 178 5.42 4.6 - 6.2

35-39 155 5.60 4.7 - 6.5

40-44 174 6.97 5.9 - 8

45-49 163 6.90 5.8 - 8

50-54 169 7.61 6.5 - 8.8

55-59 141 7.24 6 - 8.4

60-64 103 6.31 5.1 - 7.5

65-69 88 6.68 5.3 - 8.1

70-74 48 5.11 3.7 - 6.5

75-79 18 2.18 1.2 - 3.2

80-84 12 2.01 0.9 - 3.1

85 + 6 1.02 0.2 - 1.8

Leicester 1992 5.23 5 - 5.5
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Figure 1: Prevalence of learning disabilities in Leicester by ethnic group; rate per 1,000, March 

2015 

 

Data: Learning Disability register, SystmOne, March 2015 

Life expectancy of people with learning disabilities is increasing, but is lower than the general 

population.30  It diminishes with severity of impairment; life expectancy of people with mild 

impairment may differ little from the general population.  According to People with Learning 

Disabilities in Scotland31 life expectancy is shortest for people with learning disabilities who are the 

least able.  Predictors of early death include the inability to walk, cerebral palsy, incontinence and 

epilepsy.   

 

The leading cause of death in a London based study was respiratory disease (52% of cases compared 

with 15% in the general population).  There may be issues relating to sub-optimal treatment and 

poor diagnosis.  Other evidence points to high risks related to hearing impairment, reduced mobility, 

tube feeding and male gender.    

Current services in relation to need 

Personalised Services:  Since 2007 people with learning disability receiving support from adult social 

care have been offered the opportunity to have a Personal Budget.  Since October 2014 those who 

are eligible for 100% continuing healthcare have the option to receive this support through a 

Personal Health Budget. 

In 2014-15, 39.2% of all people eligible for direct payments received a service.  In the same period, 

24.4% of carers also received a direct payment.  The total number of Direct Payments in Adult Social 

Care for people aged 18 to 64 years, in 2014/15, was 1,103; 57.4% of all support packages.  For 

learning disabilities a slightly lower proportion (55.8%) has direct payments.   Direct payments are 

used to buy different services, including respite and short breaks, supported living, transport and 

mobile meals.  The most commonly purchased services are domiciliary and day care. 
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Accommodation: A settled home is crucial for good health.  People with learning disabilities are less 

likely to be homeowners and more likely to live in places over which they have no control.  A key 

national performance indicator is the proportion of adults aged 18 to 64 with a learning disability, 

who live in their own home or with their family.  In Leicester, this figure is 815 from a known total of 

1,210; 67.4%.   

There are different supported living options across Leicester.  Leicester City Council works with social 

and private housing providers to ensure availability of properties in areas where people feel safe, 

and where they have access to support.  To meet the challenge of the changing population the local 

authority is developing different ways of supporting individuals with complex needs and ensuring 

respite options.   A review of residential and nursing placements shows that over 500 people with 

learning disabilities in Leicester live in either residential care of in supported living (Table 3).    

Table 3: People with a learning disability from Leicester living in either residential care or 

supported living  

Total number in 
residential care 

18 – 64 years 
old 

65+ years old In Leicestershire Out of 
Leicestershire 

271 199 72 250 21 

Community living with family and in own home 

Total number in 
supported living 

Total number 
live with family 

   

232 583    

Source: ASCOF 2013/14 

Even though suitable affordable housing is available in Leicester, too many people with learning 

disabilities live in residential care settings and out-of-area placements.  Whilst some don’t want to 

change, others want to return to Leicester.  The total number of people in residential and nursing 

care has decreased over time by roughly 21%,   

Healthcare: The majority of secondary health services are provided by Leicester Partnership Trust 

with a 12 bed assessment and treatment unit at Glenfield Hospital, outpatients and community 

health teams and a short breaks service.  GPs carry out Annual Health Checks and produce Health 

Action Plans.  However there is a need to improve management of long term conditions, improve 

communication of learning disability status to other healthcare providers and ensure that Personal 

Health Budgets are available to people who are 100% continuing healthcare funded.  

Employment: Employment Plus, an in-house employment support service, trains and supports 

people into employment. There are 95 (7.7%) of people of working age (18-64) with a learning 

disability known to adult social care in paid employment.    

Personal budgets help people to get support from different providers, including ways of coping with 

social situations in the workplace or college.  Connexions in Leicester can refer to specialist 

education provision where there are no mainstream resources.  Work Choice and Access to Work 

were set up by the Department of Work and Pensions to help disabled people, including people with 

autism, find employment and stay in work. 
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Transition from child to adult care: Transition from young people’s services to adult care is an 

anxious time.  It requires careful preparation, planning and consultation.  In practice there are 

concerns that health and social care transitions often fall short of on-going, needs-led care. The 

Learning Disability Self-Assessment Framework (SAF) shows that there is more to do in Leicester to 

develop pathways from Children’s to Adult services.    

Carers:  In Leicester, 1,752 carers have received an assessment in 2012/13, 194 of whom care for 

someone with a learning disability.  A Carers group was set up to contribute to the 2013/14 Autism 

Self-Assessment Framework (ASD SAF) to improve engagement and ensure that the views of carers 

are heard by commissioners. 

Projected services use and outcomes in 3-5 years and 5-10 years 

People with learning disabilities aged 18-64 years 

Table 4: People with learning disabilities in Leicester aged 18-64 years 2014-2030 

People with a learning disability in Leicester aged 18-64 years 

  2014 2015 2020 2025 2030 

Baseline data 

Total population aged 18-64 predicted to have 
a learning disability 5,352 5,375 5,410 5,434 5,536 

Moderate or severe learning disability aged 18-64 years 

Total population aged 18-64 predicted to have 
a moderate or severe learning disability 1,217 1,223 1,233 1,243 1,272 

Severe learning disability aged 18-64 years 

Total population aged 18-64 predicted to have 
a severe learning disability 334 335 337 340 350 

People with Down's Syndrome aged 18-64 years 

Total population aged 18-64 predicted to have 
Down's syndrome 135 136 137 137 140 

People with challenging behaviour 

Total population aged 18-64 with a learning 
disability, predicted to display challenging 
behaviour 98 98 99 99 100 

People with autistic spectrum disorder 

Total population aged 18-64 predicted to have 
autistic spectrum disorders 2,166 2,178 2,206 2,224 2,269 

Source: Projecting Adult Needs and Service Information (PANSI), http://www.pansi.org.uk/  

Table 4 shows the total number of people aged 18-64 years with a learning disability is predicted to 

increase from 5,375 to 5,434 between 2015 and 2025.  Most will have a moderate learning disability.  

http://www.pansi.org.uk/
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Those with a severe learning disability are projected to increase only by 3 people.  People with 

Down’s syndrome and challenging behaviour are not predicted to increase significantly.  The number 

of people with autism in Leicester is projected to increase from 2,178 to 2,224 by 2025. 

People with learning disabilities aged 65 years and over 

Table 5 below shows the total number of people aged 65 years and over with a learning disability is 

predicted to increase from 830 to 1,058 between 2015 and 2025.  Most will have a mild learning 

disability; those with a moderate or severe learning disability are projected to increase from 112 to 

143 people in the period.   The total number of older people with autism in Leicester is projected to 

increase from 368 to 477 by 2025. 

Table 5: People with learning disabilities in Leicester aged 18-64 years 2014-2030 

People with a learning disability in Leicester aged >65 years 

  2014 2015 2020 2025 2030 

Baseline data 

Total population aged 65 and 
over predicted to have a 
learning disability 813 830 930 1,058 1,196 

Moderate or severe learning disability aged > 65 years 

Total population aged 65 and 
over predicted to have a 
moderate or severe learning 
disability 

110 112 126 143 
 

159 
 

Down's Syndrome aged >65 years 

Total population aged 65 and 
over predicted to have Down's 
syndrome 1 1 2 2 2 

People with autistic spectrum disorders in Leicester aged >65 years 

Total population aged 65 and 
over predicted to have autistic 
spectrum disorders 360 368 417 477 543 

Source: Projecting Older People Population Information (POPPI), http://www.poppi.org.uk/  

Unmet needs and service gaps 

Personalised services: Need to ensure more people with learning disabilities, and their carers, have 

access to personal health budgets, and that they use them in a way that they choose.  Budgets 

should cover personal support needs, employment, education, social activities and short breaks.  In 

this way partnership working will give eligible individuals greater control over their lives and meet 

the Care Act requirement to improve support to self-funders.   

 Accommodation: There is a need for safe, secure housing for people with learning disabilities in the 

local community in Leicester. 

Healthcare:  There is a need to: 

http://www.poppi.org.uk/
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 Work in partnership to review health and social care funding arrangements to support early 

discharge from inpatient and care home settings. 

 Strengthen community outreach healthcare support services to support people during crisis. 

 Review inpatient assessment and treatment provision required as a result of strengthened 

community teams. 

 Ensure that out of county inpatient placements are necessary only in very exceptional 

circumstances. 

Employment: There is a need to ensure that people with learning disabilities have enhanced 

opportunities to gain skills and support to get a job and remain employed. 

Carers: There is a need to ensure that carers have a needs assessment and that they have 

opportunities for a variety of respite breaks. 

Recommendations for consideration by commissioners 

It is recommended that commissioners: 

 Note and act on the recommendations of the Needs Assessment on Learning disabilities in 
Leicester at http://www.leicester.gov.uk/media/179051/learning-disabilities-needs-
assessment.pdf  

 Implement the local strategy for commissioning services for people with learning disabilities 
and their carers  

 Refer to the Needs Assessment on Carers in Leicester at 
http://www.leicester.gov.uk/media/178806/needs-assessment-on-carers.pdf 

Key contacts 

Mark Wheatley, Public Health Principal, Division of Public Health, Leicester City Council 

mark.wheatley@leicester.gov.uk  
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