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1 Document Overview 

1.1 Document Purpose 

The purpose of this document is to set out the expected benefits that Improving Health and 

Lives: Learning Disabilities Observatory (LDO) hopes to achieve as a result of the proposed 

data extraction.  

 

2 Customer Details  

Improving Health and Lives: Learning Disabilities Observatory (LDO) is a partnership between 

the North East Public Health Observatory (NEPHO), the Centre for Disability Research at 

Lancaster University (CeDR) and the National Development Team for Inclusion (NDTi).  

The partnership aims to provide better, easier to understand information on the health and 

wellbeing of people with learning disabilities.  By doing so it will help health and social care 

commissioners, hospitals and other service providers to better understand the needs of 

learning disabled people, their families and carers, and improve the monitoring of success in 

providing services for them. 

This strategic goal is directly aligned to the benefits stated in this document. 
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3 Customer Benefits  

Benefit 1 

Current position Currently there are three live national data collection frameworks of a sufficient 

sample size that show learning disability or learning difficulty prevalence: 

 

 Quality and Outcomes Framework (QOF), which identifies learning disability 

prevalence for adults (aged 18 or over) registered at GP practices in England. 

 Annual health checks for people with learning disability, which identifies the 

learning disability prevalence and the number of people having a learning 

disability health check.   

 Special Education Need, which identifies number of school children with 

learning difficulties. 

 

None of the three frameworks provide any information specifically for the 

learning disability population that identifies their demography, health related 

lifestyle choices, prevalence of other diseases and long term conditions (e.g. 

asthma, diabetes) and the management and outcome of these diseases and 

long term conditions.   

 

Requirement Benefits The publication will provide the first major report presenting the national and 

local position of the health and healthcare of people diagnosed with a learning 

disability compared to people without a learning disability diagnosis.   

 

It will cover information on:  

 learning disability prevalence. 

 Demographic characteristics of the learning disability population. 

 The state of health of people with a learning disability, including their life 

expectancy,  

 BMI score. 

 Uptake of screening tests. 

 Prevalence and management of important and long term medical conditions. 

 

The availability of information of this depth and breadth will help: 

 

 Support the case for the feasibility and desirability of a routine learning 

disability GPES delivered data extract and, consequently, the publications 

and the health profile indicators (as made available via the LDO website). 

 Local authorities, PCTs and local partners in informing the development of 

local Joint Strategic Needs Assessments (JSNAs), as mandated by the Local 

Government and Public Involvement in Health Act (2007).  The local JSNAs 

will map out appropriate priorities ad actions to address the inequalities 

experienced by people diagnosed with learning disabilities. 

 Joint commissioning Panel for Mental Health (JCP-MH), which is led by the 

Royal Colleges of GPs and Psychiatrists, in providing practical guidance and 

framework for learning disability services. 

 Inform the setting of local commissioning and health outcome targets.  The 

Customer Request Output (CRO) data will provide a breakdown of 

performance at national and local health commissioner levels to support 

improvement and priority targets. 

For instance, to tackle the association of learning disability and epilepsy on 

premature mortality, as demonstrated in a recent report on How People with 

Learning Disabilities Die, targets can be set by local commissioners on the 
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Benefit 1 

‘proportion of people diagnosed with a learning disability and epilepsy who 

have regular seizure monitoring and who have had a recent seizure-free 

year’. 

 The national data set will provide a breakdown of indicators against key 

demographics (e.g. age, sex) to allow the calculation of statistical 

standardisation, using an appropriate methodology, for these characteristics.  

This will support like for like comparisons of local health commissioners and 

local authorities (i.e. comparisons that are adjusted to take into account the 

different age/sex profile of people with and without learning disabilities, in a 

region. 

 Provide a population-based (as opposed to basing an extract on patients 

accessing specific services) and primary care-focussed view of health and 

health care in people with learning disabilities, This is more appropriate for 

the current view of mainstreaming service delivery for them. 
Beneficiaries NHS Commissioning Board, Local health commissioners, Local authorities 

Healthcare Impact   

Medium term  

 Identify and reduce unwarranted variation between the learning disability 

cohort and the non-learning disability cohort, on disease areas specified 

in this requirement. 

 Identify and reduce unwarranted variation between specific groups within 

the learning disability cohort. 

 A better reflection of learning disability priorities in local JSNAs, in order 

to deliver improvements in health care and health outcomes for the 

learning disability cohort. 

 

Long term  

 Promote and implement best practice to drive improvements in health 

care and health outcomes. 

 Set out policies that are more reflective of the current environment of the 

learning disability patient cohort and, thus, generate improvements in 

the priority areas. 

 

 

 

Benefit 2 

Current position Previously data extracts have been drawn using MiQUEST for a number of PCT 

areas, however these extracts have had some obvious drawbacks.   

 

 They have not been sufficient in patient numbers to provide a 

representative national picture.   

 

 Due to the limited coverage of PCTs, they have not been useful for setting 

out local statistical benchmarks.   

 

Benefit The publication will establish national and local benchmarking data to enable 

commissioners explore how the service delivery and outcomes for their patient 

cohort compares: 

 

 Against commissioners located within the same Strategic Health Authority 

(SHA). 

 Against commissioners in PCTs of the same Office of National Statistics 
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(ONS) Cluster-type. 

 Against commissions that are of similar size. 

 Against commissioners that have a similar patient demographic. 

 Against the national position. 

 

Beneficiaries Local health commissioners, Local authorities 

 

Healthcare Impact  Long term 

 

 Promote and implement best practice within local health commissioner and 

local authority organisations to drive improvements in health care and health 

outcomes for the learning disability population. 

 

 

 

Benefit 03 

Current position  

MiQUEST is the tool available to commissioners and service providers to extract 

data from GP practice systems.   

 

It is not known if and/or how well organisations are making use of MiQUEST to 

extract data on patients diagnosed with a learning disability.   

 

Benefit The publication will emphasise and provide a model for the types of analysis 

local commissioners and service providers can perform using MiQUEST.   

 

Assuming that commissioners and service providers have the resources, 

including the technical expertise, to specify MiQUEST queries, they can develop 

specifications to assess the prevalence, management and/or treatment of 

relevant diseases and lifestyle issues for their learning disability patient 

population. 

 

Beneficiaries  Local health commissioners, Local service providers 

 

Healthcare Impact  Medium term 

 

 Data extracts for the local population, as generated from MiQUEST or other 

methodology, will enable better prioritisation and monitoring of local health 

services, in order to improve health care and health outcomes for the 

learning disability patient cohort  
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Benefit 04 

Current position Data available from a small number of example districts have indicated that 

diseases, such as asthma and diabetes, appear to be substantially more 

common in people with learning disability.  However, the indicators are based on 

a small population, so a bigger sample size is required to validate these 

associations. 

 

Benefit The CRO data will validate whether these correlations exist and whether there 

are any associations with other medical diseases and lifestyle factors. 

 

Beneficiaries NHS Commissioning Board, local health commissioners, local authorities 

 

Healthcare Impact  Long term 

 

 Where correlations exist with the learning disability patient cohort, these will 

be prioritised by commissioners and service providers whilst discharging 

their duties.  Whilst this, in the short-medium term, will improve care 

arrangements for these conditions, the ultimate aim will be to deliver 

improvements in the health outcomes (related to these conditions). 

 

When considering that the learning disability patient cohort is less likely, than 

most other cohorts, to identify possible diagnoses and take a lead in 

managing and treating the conditions (and consequently) their own health, 

the prioritisation placed on the learning disability patient cohort will be higher 

than for other cohorts, thus leading to improvements in the health outcomes. 

 

 

 

Benefit 05 

Current position Through previous data extracts and research projects, it is well known that 

certain medical conditions, such as epilepsy and dementia, have much higher 

prevalence rates in people with learning disability.  However, there is very little 

information, at a national or local level, to assess how well these diseases are 

being treated and managed in the learning disability patient cohort. 

 

Benefit The data will assess for the learning disability patient cohort, in comparison to 

the non-learning disability patient cohort: 

 How well high-prevailing conditions, such as epilepsy and dementia, are 

being managed. 

 Whether outcomes, in relation to high-prevailing conditions, such as epilepsy 

and dementia, are improving.   

 

For instance, recent research has shown that, amongst epilepsy sufferers, 

people diagnosed with a learning disability are more likely to receive less 

specialist oversight and poorer epileptic control.   

 

Beneficiaries  NHS Commissioning Board, Local health commissioners, Local authorities 

 

Healthcare Impact  Medium term 

 Promoting and publicising how well the stated diseases (e.g. epilepsy, 

dementia) are managed by service providers, especially where there is 

inferior management in comparison to the non-learning disability Patient 
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cohort, will help stakeholders prioritise these areas for improvement and 

subsequently improve the healthcare services and outcomes for the stated 

disease areas (e.g. epilepsy, dementia). 

 

 

 

 

 

Benefit 06 

Current position No information at a national or local level is available to show how well learning 

disability patients are being offered - and taking - screening tests. 

 

Benefit Data will be extracted on the service provision and uptake of screening tests, 

specifically with regards to breast cancer screening and cervical cancer 

screening.   

 

The CRO data will identify the general success in achieving appropriate coverage 

with the aforementioned screening tests.  If the provision and uptake of 

screening tests show low numbers, especially in comparison to the non-learning 

disability patient cohort, the data will highlight this disparity and enable 

stakeholders to take action. 

 

Beneficiaries  NHS Commissioning Board, Local health commissioners, Local authorities, 

JCP-MH, UK National Screening Committee 

 

Healthcare Impact   

Medium term 

 Reducing cervical cancer disease prevalence rates in the learning disability 

cohort. 

 Reducing unwarranted inequality in the service provision and uptake of 

breast cancer and cervical screening tests, as compared to the non-learning 

disability patient cohort. 

 

Long term 

 Early detection of breast cancer and cervical cancer will improve health 

outcomes related to these diseases. 
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4 Benefit Realisation Dependencies  

Currently there is insufficient data at a local and national level to help public health bodies 

and local health commissioners, accurately assess the learning disability population in the 

following areas:  

 Healthcare needs. 

 How well they are meeting the health care needs of their learning disability population. 

 How well outcomes are improving for the learning disability population.   

Apart from their operational duties, all commissioners have statutory duties and new 

healthcare regulatory system to make reasonable adjustments to reduce preventable 

inequalities experienced by people with learning disabilities.   

If the current data gap continues, there is a risk that: 

 The healthcare needs of the learning disability population will be poorly understood and 

therefore unmet. 

 Areas that need immediate attention are not tackled, which may put the learning disability 

patient cohort at a greater risk of contracting diseases and, possibly, early death. 

 The learning disability patient cohort feels undervalued. 

To deliver the stated benefits there is a significant dependency on the beneficiaries making 

use of the data and public health services, such as Public Health Observatories like the LDO, 

to make the data easily available and comprehensible. 

 

There is also a risk that poor data quality may compromise the update and effectiveness of 

this information.  Where data quality issues are apparent (from the returned data), this will be 

highlighted in the report in order to ensure stakeholders are aware of the limitations of the 

data. 

 

 


