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1. Customer requirement overview 

Details of this customer requirement can be found in the corresponding Customer 
Requirement Summary (NIC-100110-HMPP9). 

 

2. Introduction 

The Learning Disabilities Observatory (LDO) customer requirement seeks 
aggregated data on key health issues for people who are registered by their GP 
as having learning disabilities, and comparative data about a control group who 
are not registered by their GP as having learning disabilities. It covers 
demography, health status, screening uptake, preventive interventions and 
prevalence and management of key health conditions. In a small number of key 
areas it also covers health outcomes. The data are to support production of a 
range of primary care indicators covering care quality for people with learning 
disabilities. These are intended to support benchmarking and quality improvement 
of primary care provision for this group. 
 

3. Ensuring the extraction meets the healthcare needs of patients and the 
wider public 

The requirement is for data about the health of, and the quality of primary level 
healthcare provided, to people with learning disabilities in each of the 211 Clinical 
Commissioning Group (CCG) areas in England. This is required to monitor 
progress towards remedying known deficiencies in healthcare provision for this 
group in line with the responsibilities of the Department of Health and NHS 
organisations throughout England in relation to the Public Sector Equality Duty, as 
set out in the 2010 Equality Act and associated guidance.   
 
The deficiencies in healthcare, and the problems in accessing it for people with 
learning disabilities, have been documented by several reports over the last 
decade.1 The issue was decisively brought to public attention by Mencap in their 
2007 report ‘Death by Indifference’.2 The NHS Ombudsman undertook specific 
investigations into the deaths of the six people described in ‘Death by 
Indifference’, and alongside the individual reports, produced a general review of 
issues raised. 
 
The Department of Health also commissioned an Independent Inquiry into access 
to Healthcare for people with learning disabilities. The Inquiry identified that 

                                                 

1
 Disability Rights Commission, 2006. Equal treatment: Closing the Gap. A formal investigation into the 

physical health inequalities experienced by people with learning disabilities and/or mental health problems. 
[Online] Available at http://disability-studies.leeds.ac.uk/files/library/DRC-Health-FI-main.pdf [Accessed 16 
January 2015] 

And for further references see Mencap, 2007, cited below as reference 2. 

2
 Mencap, 2007. Death By Indifference. [Online] Available at  

https://www.mencap.org.uk/sites/default/files/documents/2008-03/DBIreport.pdf [Accessed 16 January 2015] 

http://disability-studies.leeds.ac.uk/files/library/DRC-Health-FI-main.pdf
https://www.mencap.org.uk/sites/default/files/documents/2008-03/DBIreport.pdf


General Practice Extraction Service (GPES) 

Benefits Plan 

Copyright © 2015. Health and Social Care Information Centre. All rights reserved. 
GPES Benefits Plan: NIC-100110-HMPP9 

 Page 4 of 15 

‘People with learning disabilities find it much harder than other people to access 
assessment and treatment for general health problems that have nothing directly 
to do with their disability’ (Executive summary, first bullet point – by other people 
they mean people who do not have learning disabilities).3  Quantifying the extent 
of the problems identified and monitoring progress in tackling the wide range of 
contributory causes was made particularly difficult because, as the authors of the 
Independent Inquiry noted, ‘People with learning disabilities are not visible or 
identifiable to health services, and hence the quality of their care is impossible to 
assess. Data and information on this sub-set of the population and their journeys 
through the general healthcare system are largely lacking and what exists is 
inadequately co-ordinated or understood.’4 The authors identified that, unlike 
people from minority ethnic groups or of specific genders or age groups, people 
with learning disabilities were not systematically identifiable in routinely collected 
Health Service statistics. As a result their experience of receiving care, its 
outcomes and their subsequent patterns of mortality could not be effectively 
documented. The Independent Inquiry authors recommended the setting up of a 
learning disabilities public health observatory and an associated confidential 
inquiry into premature deaths. 

 
One of the first studies by the Learning Disabilities Observatory was a survey of 
all health service data describing the care of patients to identify whether or not 
each source described the specific experience of people with learning disabilities 
in the area of healthcare being documented.5 Almost none did. However this 
study identified the fact that as a result of the Quality and Outcomes Framework 
(QOF) there was effectively a national register of adults known to their GP to have 
a learning disability. Whilst undoubtedly (and probably unavoidably) incomplete, 
this was a very substantial contribution and included roughly the same numbers of 
people with a learning disability found on most purpose designed research and 
planning case registers. The Learning Disabilities Observatory study proposed 
that the direct inquiry mechanisms used to obtain QOF data should be used to 
obtain information regularly from the General Practice information systems to 
provide comparative data on what was known about the health related lifestyle 
issues (notably obesity), prevalence of common and important conditions and the 
management and outcomes of long term conditions, of people with learning 
disabilities. For simplicity, and to maximise the benefits of existing initiatives, it 
was proposed in the first instance this should be confined largely to areas of 
health problems and care already studied in QOF.  

                                                 

3
 Michael, J. (Chair), 2008. Healthcare for All. Report of the independent inquiry into access to healthcare for 

people with learning disabilities  [Online] Available at 
http://webarchive.nationalarchives.gov.uk/20130107105354/http://www.dh.gov.uk/prod_consum_dh/groups/d
h_digitalassets/@dh/@en/documents/digitalasset/dh_106126.pdf  [Accessed 16 January 2015] p.7 

4
 Michael, J. (Chair), 2008  Healthcare for All. Report of the independent inquiry into access to healthcare for 

people with learning disabilities [Online] Available at 
http://webarchive.nationalarchives.gov.uk/20130107105354/http://www.dh.gov.uk/prod_consum_dh/groups/d
h_digitalassets/@dh/@en/documents/digitalasset/dh_106126.pdf  [Accessed 16 January 2015]. p.8 

5
 Glover G, Emerson E, Baines S, 2011. NHS Data Gaps for Learning Disabilities: the information the NHS 

needs to monitor the health and healthcare of people with learning disabilities. Improving Health and Lives 
Learning Disabilities Observatory [Online] Available at www.ihal.org.uk/gsf.php5?f=10876 [Accessed 16 

January 2015] 

http://webarchive.nationalarchives.gov.uk/20130107105354/http:/www.dh.gov.uk/prod_consum_dh/groups/dh_digitalassets/@dh/@en/documents/digitalasset/dh_106126.pdf
http://webarchive.nationalarchives.gov.uk/20130107105354/http:/www.dh.gov.uk/prod_consum_dh/groups/dh_digitalassets/@dh/@en/documents/digitalasset/dh_106126.pdf
http://webarchive.nationalarchives.gov.uk/20130107105354/http:/www.dh.gov.uk/prod_consum_dh/groups/dh_digitalassets/@dh/@en/documents/digitalasset/dh_106126.pdf
http://webarchive.nationalarchives.gov.uk/20130107105354/http:/www.dh.gov.uk/prod_consum_dh/groups/dh_digitalassets/@dh/@en/documents/digitalasset/dh_106126.pdf
http://www.ihal.org.uk/gsf.php5?f=10876
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The recent Confidential Inquiry into Premature Deaths of People with Learning 
Disabilities found that, on average, men with learning disabilities died 13 years 
younger than their non-learning disabled contemporaries and women with 
learning disabilities, 20 years younger.6  The authors studied in depth 249 deaths 
of people with learning disabilities and a control group of 58 people without 
learning disabilities. A local review panel involving carers and a multidisciplinary 
overview panel reviewed each case with reference to previously determined 
benchmarks. They concluded that 42% of deaths were premature in the sense 
that “without a specific event that formed part of the “pathway” that lead to death, 
it was probable (i.e. more likely than not) that the person would have continued to 
live for at least one more year”. The Inquiry identified significant problems at all 
levels of healthcare. 84% of people who became ill sufficiently long before death 
sought help in a timely way, but frequently encountered problems related to their 
learning disability in getting prompt and appropriate investigation and accurate 
diagnoses. This occurred across both primary and secondary care settings. 
 
One major approach to improving healthcare at primary care level has been the 
introduction, as an Enhanced Service, of annual learning disabilities health 
checks. The aim of this programme is to provide an annual top-to-toe health 
check for people with learning disabilities known to their GPs. The most recent 
statistical data available about this programme indicates that in 2013-2014, only 
44% of people with a learning disability known to their GP had a healthcheck. 
27% were registered with general practices that appeared not to be participating 
in the programme. Performance varies considerably around the country.7 
 
The aim of the proposed extraction is to provide regular annual statistics about 
major health issues, the primary healthcare provided for these issues and its 
success in a small number of key health areas. These statistics will be published 
for CCGs in the form of healthcare indicators on Public Health England’s learning 
disability website (www.ihal.org.uk). The comparisons will be to the health and 
healthcare experience of people without learning disabilities ideally living in the 
same local areas. Appropriate comparison will require standardisation for age and 
gender as individuals identified as having a learning disability have a different 
(younger) age profile than the general population and a higher proportion are 
male. Public Health England anticipate running informative meetings about these 
statistics around the country as part of their continuing programme of educational 
meetings for professionals working with people with learning disabilities. 
 
The proposed extraction will enhance continuing local awareness of the extent to 
which these problems have been successfully tackled. It will facilitate simple local 

                                                 

6
 Heslop P, Blair P, Fleming P, Hoghton M, Marriott A, 2013. Confidential Inquiry into premature deaths of 

people with learning disabilities (CIPOLD). Final report. Bristol: Norah Fry Research Centre [Online] Available 
at www.bris.ac.uk/cipold/fullfinalreport.pdf [Accessed 16 January 2015] 

7
 Glover G, 2014. The Uptake of Learning Disabilities Health Checks, 2013 to 2014. Public Health England 

Learning Disabilities Observatory Team [Online] Available at www.ihal.org.uk/gsf.php5?f=313365 [Accessed 

16 January 2015] 

 

www.ihal.org.uk
http://www.bris.ac.uk/cipold/fullfinalreport.pdf
http://www.ihal.org.uk/gsf.php5?f=313365
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monitoring of progress by providing a range of national benchmarks. The 
utilisation of these data at local level will present a platform for the development of 
initiatives and tracking of positive change on an annual basis. The Learning 
Disabilities Observatory has previously tried to collect some of the planned 
indicators as part of the annual national self-assessment exercise by asking local 
areas to collect these data themselves.8 More than a quarter of local areas 
appeared completely unable to obtain this type of data for their local area and 
more than 35% were not able to provide usable data about comparative cancer 
screening coverage. The results from those areas that produced some responses 
show an implausibly wide spread of readings strongly suggesting erratic or 
incomplete (hence non-comparable data) local approaches to extraction data. The 
intention is that the extraction of data through GPES will be repeated annually to 
monitor progress. This will give an indication of the extent to which the problems 
are being successfully addressed. 
 
 
4. Ensuring that benefits are proportional to risks for all affected groups 

 
The broad strategy for seeking to make this data extraction acceptable to the 
public has been to use unambiguously anonymised data. The counts of data 
proposed are broadly similar to those collected annually for QOF purposes. The 
data collected about people who have a learning disability seem less controversial 
since the purpose of the data collection is intended to benefit them directly. For 
the control group, people who do not have any specific interest in the data indices, 
it can be argued that the likelihood of identification is extremely remote since 
numbers even at the level extracted and sent to the HSCIC are likely to be 
comparatively large. At the level they will be transmitted to the Learning 
Disabilities Observatory they would be large and attributable only to the CCG. 
 
People with learning disabilities will be the primary beneficiaries of the proposed 
extraction. The resulting indicators will provide both specific benchmarks in key 
areas and general awareness raising about the breadth of health issues for 
people with learning disabilities and how far the NHS  currently is from providing a 
service which effectively promotes equality of opportunity.  
 
For NHS primary care commissioners the indicators will provide the most cost 
effective approach to obtaining metrics about the effectiveness of healthcare 
commissioning and provision in their areas and identification of relative priorities 
that should be addressed.   
 
It is not envisaged that the extraction could have any negative impact on either 
the main patient cohort (people with learning disabilities) or the control patient 
cohort. This is particularly the case as the extraction proposed is at an aggregate 
and effectively anonymised level, and considered at CCG level post extraction.   

                                                 

8
 Glover G. and Christie A, 2014. Joint Health and Social Care Self-Assessment Framework 2013: Detailed 

report on number questions. Public Health England Learning Disabilities Observatory Team [Online] Available 
at www.ihal.org.uk/gsf.php5?f=312890 [Accessed 16 January 2015] 

  

http://www.ihal.org.uk/gsf.php5?f=312890
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The aim of this extraction is to demonstrate clearly the extent of inequality of 
access to primary care for people with learning disabilities in order to provide 
pressure to remedy this. 

 
Society as a whole will be assured that inequalities in health and access to 
healthcare for one of its most vulnerable groups are being monitored. Improved 
health and healthcare outcomes for people with learning disabilities, and a 
reduction in the levels of inequality in these are the intended outcomes. Once 
available these data will indicate the extent of progress. 
 
Data will be published at an appropriate level of anonymisation and small 
numbers suppression. All data that are collected will be published (at an 
appropriate level) - there is no intention to withhold any portion of these data.  
 
The data will be extracted on an annual basis.  This will enable year on year 
tracking of progress and the production of benchmarking. 
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5. Planned benefits 

Benefit 1.  

i. Topic / area of care 

 
Improved commissioning and delivery of healthcare for people with learning 
disabilities through wider awareness of the extent of problems and better 
information about local and national performance. 
 

ii. Current position 

 
The annual self-assessment exercise undertaken by local Learning Disability 
Partnership Boards asks a range of numerical questions about people with 
learning disabilities, many of which would be answered by the proposed 
data extractions. In the most recent self-assessment exercise in December 
2013, roughly a quarter of CCGs were unable to answer these questions, 
with considerable variation in this figure between regions.9 Where responses 
were provided these showed so wide a range of figures they suggested 
considerable variation in the ways data were collected, making comparisons 
between areas unreliable. Effectively this means that neither commissioners 
nor providers have usable benchmarking data to guide and monitor their 
work in this area.     
 

iii. Benefit to patients and public  

 
The key benefit Public Health England expects to achieve will be improved 
data which will provide a spur to improve healthcare performance for people 
with learning disabilities.  This is expected to follow over a time span of four 
to five years with regular annual data collection and publication.  

 

iv. Benefit to  customer 

 
Producing high quality statistical surveillance data about the levels of health 
and quality of healthcare for people with learning disabilities is the central 
role of the Learning Disabilities Observatory. The Observatory has been 
substantially hampered to date by the failure to be able to make use of this 
clearly rich dataset.  
 

v. Measurable outcomes 

 

 The development and publication of indicators.   

 Progressive improvement in what the indicators show. 

                                                 

9
 Glover G. and Christie A, 2014. Joint Health and Social Care Self-Assessment Framework 2013 

Detailed report on Number Questions. Public Health England Learning Disabilities Observatory Team 

[Online] Available at   http://www.ihal.org.uk/gsf.php5?f=312890 [Accessed 16 January 2015] 

http://www.ihal.org.uk/gsf.php5?f=312890
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vi. Benefit dependencies 

 
The learning disabilities primary healthcare indicators project (this project) 
needs to achieve participation of a reasonably high proportion of general 
practices. Local experiences in two former primary care trust areas show 
that after an initial year in excess of 95% of practices were happy to 
contribute data.  
 
High participation is important for two reasons. Firstly, this is necessary to 
ensure that the picture given of the performance of primary care in each 
CCG area is fully representative, and does not simply show the performance 
of a willing minority of practices. Secondly, it is important because the case 
numbers are likely to be fairly small in some areas. 6% of CCGs had fewer 
than 400 adults registered with learning disabilities in the 2012/13 QOF 
prevalence figures.10 Therefore for indicators which relate to less common 
health problems the low participation rates could render indicators 
unreportable for some areas.  
 

 
 

                                                 

10
 The median number of patients aged 18 and over for CCGs in the 2012/13 QOF prevalence was 824, 

interquartile range 624 to 1122.  
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Benefit 2.  

i. Topic / area of care 

 
Effective equalities monitoring of access to healthcare for people with 
learning disabilities for primary care commissioners (currently NHS England 
Area Teams) and, more widely, NHS commissioners. 

 

ii. Current position 

 
Healthcare commissioning organisations have a duty called the Public 
Sector Equality Duty under Section 149 of the 2010 Equality Act to advance 
equality of opportunity for people with ‘protected characteristics’ (in this case 
disability) to benefit from public services.11 The health service is clearly one 
of the most important of these public services for people with learning 
disabilities. The evidence (cited in the introduction above) indicates that a 
higher than usual proportion of them have healthcare needs and those that 
do are relatively badly served by it. 
 
Section 153 of the same Act gives public authorities further ‘Specific Public 
Sector Equality Duties’; the details of these are specified in regulations. 
Following consultation, the current regulations were published in 201112. 
Regulation 3 requires public authorities to publish from time to time a small 
number of specific and measurable ‘equality objectives’. There is no specific 
requirement that equality objectives should include consideration of people 
with learning disabilities. However, in view of the focus of government 
attention on the health of people with learning disabilities it will appear odd 
if, within a fairly short space of time, there are not at least some NHS 
organisations which include objectives relating to the health or care of 
people with learning disabilities. At present, no usable monitoring 
information is available for local NHS organisations. Some make use of 
locally developed approaches. However, as reported through the national 
Self-Assessment FrameworkError! Bookmark not defined.  these currently show 
wide variations suggestive of inconsistent definitions or data collection 
processes or low coverage. As a result, no effective benchmarks are 
currently available for this type of work. This proposal will remedy this.  

 

iii. Benefit to patients and public 

 

 Improved experience of healthcare.  

                                                 

11
 UK Parliament, 2010. Equality Act 2010. [Online] Available at 

http://www.legislation.gov.uk/ukpga/2010/15/contents [Accessed 16 January 2015]  Section 149 

12
 UK Parliament, 2011. The Equality Act 2010 (Specific Duties) Regulations 2011. SI 2011:2260 [Online] 

Available  at http://www.legislation.gov.uk/uksi/2011/2260/pdfs/uksi_20112260_en.pdf [Accessed 16 January 
2015]    

http://www.legislation.gov.uk/ukpga/2010/15/contents
http://www.legislation.gov.uk/uksi/2011/2260/pdfs/uksi_20112260_en.pdf
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 Inequalities addressed. 

 The aim of achieving ‘parity of esteem’ in relation to the health of people 
with learning disabilities addressed (see footnote)13. 

 

iv. Benefit to customer 

 

 Data flows to the Learning Disabilities Health Observatory. 

 Development of monitoring information for local services and nationally, 
and of publications, and identification of local and national differences that 
suggest remedial action is required. 

 

v. Measurable outcomes 

 

 Publications of metrics. 

 Local commissioning and service planning informed by intelligence 
derived from these data. 

 

vi. Benefit dependencies 

 
Effective engagement of general practices providing data is required. The 
current understanding is that if this data is “requested” from general practices 
via GPES then general practices are effectively offered an ‘opt–in’ option. It is 
envisaged that, in this case, not all general practices will choose to take part.   

 

 

                                                 

13
   NHS England, 2014. Achieving parity of esteem; transformative ideas for commissioners [Online] 

Available at http://www.england.nhs.uk/wp-content/uploads/2014/02/nhs-parity.pdf [Accessed 16 January 
2015].  This document sets out some implications for the NHS of the new legislative focus on parity of esteem 
between mental and physical health as set out in the first national NHS Mandate. The NHS England 
document stated  ‘…we need to go further by delivering ‘parity of esteem’ and commissioning services that 
are truly person centred in a way that addresses some of the profound inequalities of access to high quality 
care in England. To value physical and mental health equally is to ensure equal access to services and equal 
quality of those services.’ The principal focus of the paper is about physical health care needs of people with 
mental illness, but a paragraph emphasises that similar considerations apply for people with learning 
disabilities or dementia.  

http://www.england.nhs.uk/wp-content/uploads/2014/02/nhs-parity.pdf


General Practice Extraction Service (GPES) 

Benefits Plan 

Copyright © 2015. Health and Social Care Information Centre. All rights reserved. 
GPES Benefits Plan: NIC-100110-HMPP9 

 Page 12 of 15 

Benefit 3.  

i. Topic / area of care 

 
Provision of information for local campaigning groups such as My Health My 
Choice (Oxford)14, and national and local campaigning groups such as 
Mencap15. 
 

ii. Current position 

 
Although there is a widely recognised principle that people with learning 
disabilities and their carers should be involved in the planning of local 
services, at a local level this is not helped by a lack of information.   
 

iii. Benefit to patients and public 

 
The Health and Social Care Act 2012 established health and wellbeing 
boards as a forum where key leaders from the health and care system work 
together to improve the health and wellbeing of their local population and 
reduce health inequalities. Health and wellbeing board members collaborate 
to understand their local community's needs, agree priorities and encourage 
commissioners to work in a more joined-up way. As a result, patients and the 
public should experience more joined-up services from the NHS and local 
councils in the future.   
 
Commissioners of services will, after publication of these data, be in a 
position to analyse and understand the physical health needs, experiences 
and views of people with learning disabilities in their area as part of their local 
Joint Strategic Needs Assessments and Joint Health, and Wellbeing 
Strategies16. They will use these data to commission services to close 
inequality gaps.   
 

iv. Benefit to customer 

 
Better direct sources of data about health and healthcare for people with 
learning disabilities will enable Public Health England to provide a set of 
highly usable information and supporting charts for wide circulation amongst 
campaigning groups. 

                                                 

14
 My Health MyChoice website [Online] Available at http://mylifemychoice.org.uk/champions/10things/ 

[Accessed 16 January 2015] shows a recent example of a health infographic. This group was active and 
effective in pressuring their Primary Care Trust with benchmark indicators from the Learning Disabilities 
Observatory. 

15
 Mencap’s ‘Getting It Right’ campaign nationally [Online] Available at https://www.mencap.org.uk/get-

involved/campaigns/successes/our-fight-equal-healthcare [Accessed 16 January 2015], and locally 
(Plymouth) [Online] Available at  http://www.plymouth.gov.uk/getting_it_right_campaign.pdf [Accessed 16 
January 2015] 

16
 Department of Health, 2013.  Statutory Guidance on Joint Strategic Needs Assessments and Joint Health 

and Wellbeing Strategies [Online] Available at 

https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/223842/Statutory-Guidance-
on-Joint-Strategic-Needs-Assessments-and-Joint-Health-and-Wellbeing-Strategies-March-2013.pdf 
[Accessed 16 January 2015] 

http://mylifemychoice.org.uk/champions/10things/
https://www.mencap.org.uk/get-involved/campaigns/successes/our-fight-equal-healthcare
https://www.mencap.org.uk/get-involved/campaigns/successes/our-fight-equal-healthcare
http://www.plymouth.gov.uk/getting_it_right_campaign.pdf
https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/223842/Statutory-Guidance-on-Joint-Strategic-Needs-Assessments-and-Joint-Health-and-Wellbeing-Strategies-March-2013.pdf
https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/223842/Statutory-Guidance-on-Joint-Strategic-Needs-Assessments-and-Joint-Health-and-Wellbeing-Strategies-March-2013.pdf
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v. Measurable outcomes 

 

 Development of robust disability access and quality standards into all 
contracts with providers. 

 Trends in morbidity, survival rates, diagnosis, condition management and 
patient experience. 

 

vi. Benefit dependencies 

 
There is dependency that information is developed and made accessible at 
an appropriate granularity to be of use at regional and CCG levels.   
 
There is a further dependency that CCGs and NHS Area Teams need to be 
receptive to campaigning from local groups. However, the current climate in 
relation to CQC inspections of healthcare facilities supports this.   
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Benefit 4.  

i. Topic / area of care 

 
Established levels of key physical health conditions in people with learning 
disabilities. 
 

ii. Current position 

 
Public Health England know from research studies that many types of 
common and important physical health problems occur more commonly in 
people with learning disabilities.17 However, patterns are likely to vary 
because there are substantial differences in the population of people with 
learning disabilities. For example, between areas from which people are 
commonly resettled in adulthood (e.g. central London), and those to which 
they are commonly resettled (e.g. parts of Kent, Surrey, Essex and 
Hertfordshire). 
 
Data available from MIQUEST studies in two former Primary Care Trusts 
(Nottinghamshire and Durham) have indicated that some diseases, such as 
asthma and diabetes, appear to be substantially more common in people 
with learning disabilities.18 It is already well established that this is the case 
for dementia, epilepsy and severe mental illness. However, these extracts 
have had some obvious drawbacks. There have not been sufficient studies 
undertaken using identical definitions to provide either an overall 
representative national picture or detail about how rates vary around the 
country.  

 

iii. Benefit to patients and public 

 
A representative extraction of sufficient size will enable the development of 
valid, accurate and relatively comprehensive data about how many people 
with learning disabilities in each CCG area have key physical health 
conditions. This will help guide expectations concerning the numbers of 
individuals with learning disabilities who may need to access specific 
services (for example the number of people seen in local specialist epilepsy 
services). This will provide impetus to ensure that services in place are 
accessible, via reasonable adjustments, to provide for the particular needs 
of people with learning disabilities.   
 

iv. Benefit to customer 

 
Public Health England will, for the first time, have good quality national and 

                                                 

17
 A broad overview of this topic is provided by O’Hara, J McCarthy, J. and Bouras, N, 2010. Intellectual 

disability and ill health. Cambridge University Press. 

18
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at http://www.ihal.org.uk/gsf.php5?f=15291 [Accessed 16 January 2015] 
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local data for producing reports and benchmarks. 
 

v. Measurable outcomes 

 
Condition prevalence data from primary care will be used by secondary care 
commissioners to evaluate the success of facilitating access to services, in 
proportion to the CCG population’s needs.  
 

vi. Benefit dependencies 

 
The learning disabilities primary healthcare indicators project (this project) 
needs to achieve participation of a reasonably high proportion of general 
practices. 
 
Effective engagement of general practices providing data is required. The 
current understanding is that if this data is “requested” from general 
practices via GPES then general practices are effectively offered an ‘opt–in’ 
option. It is envisaged that, in this case, not all general practices will choose 
to take part.   
 
Secondary care commissioners will need to make effective use of condition 
prevalence data from primary care to enable them to evaluate the success 
of facilitating access to services, in proportion to the CCG population’s 
needs.   
 

 


