
Chapter 5.2 Learning Disabilities and Autism 

We want to know what you think! 

This section of our Long Term Plan is still in development and has been shared at an 
early stage to allow time to incorporate feedback from local people, our partners and 
stakeholders.  

If you have any comments, questions or think anything is missing, we would 
really like to hear from you.  

Please email elhcp.enquiries@nhs.net before Friday 25 October 2019 so we can 
make sure your comments are considered before the document is finalised in 
November 
 

Learning disabilities and Autism  
 
It is estimated that people diagnosed with a learning disability account for 2.16% of our total 
population. In NEL, this is significantly lower at 0.54% of the population which equates to 
11,340 people. However, we are aware that a number of people particularly with autism 
remain undiagnosed in NEL. People with a learning disability have a higher than average 
prevalence of a range of health conditions such as diabetes, asthma, epilepsy and a higher 
prevalence of mental health conditions than the general population. In line with this, research 
reports that those diagnosed with a learning disability experience poorer health care and 
inequalities compared to the general population.  
 
In NEL, the average life expectancy for a person with a learning disability is 56 years (54 for 
females, 58 for males). This highlights a stark contrast against the general population life 
expectancy of 83 years.  
 
We are committed to improving the care for people with a learning disability and autism and 
to ensuring that the causes of morbidity and preventable deaths are addressed.  
 
Working in partnership, we will be able to share learning particularly regarding primary care 
incentive schemes to encourage results for this metric. In addition, we welcome the 
introduction of the specific health checks for those with autism, as this will be an opportunity 
for all systems to collaborate on the pilot project and deliver against a set of agreed metrics.  
 
There is also variation across NEL regarding the use of the STOMP-STAMP programmes to 
stop the overmedication of people with an LD, autism or both. Each system will be 
conducting regular reviews of LD and autism prescribing in line with STOMP/STAMP for all 
psychotropic medication for both adults and children. 
 
NEL has been working collaboratively across systems on the Learning Disabilities Mortality 
Review Programme (LeDeR) and all partners have agreed for this to continue as a priority. 
Local systems will continue to complete LeDeR reviews and meet performance targets. This 
will provide an opportunity for shared learning and recommendations to reduce mortality 
rates and patient care.  
 
We recognise that we must improve our understanding of the needs of people with a 
learning disability across NEL and to ensure that all local healthcare providers are aware of 
LD and autism and make reasonable adjustments to support people. 
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At present, all NHS partners have access to learning disability and autism training for staff 
and organisations and this is often part of the current commissioned contracts. Within the 
next five years, we expect all primary care colleagues to be trained in LD and autism and 
within each partnering organisation, the development of LD and autism champions in 
settings.  
 
The ELHCP will work in partnership with specialised commissioning to ensure that hearing 
and dental checks are available to children and young people with a learning disability or 
autism both in residential schools. This will be done at a NEL level.  
 
In line with our plans for system based working, we are committed to working with all 
partnering organisations, including local authority to ensure that packages of care are 
developed jointly between services and that packages meets the holistic needs of those with 
a learning disability or autism. We will ensure that packages support people throughout the 
whole diagnostic process and that contract service specifications support this deliverable.  
 
We are committed to ensuring that all children, young people and adults with a learning 
disability, autism or both receive personalised care, which allows them to live a fulfilling life. 
We want to ensure that people and carers can choose care around their individual needs 
and preferences.  
 
Across NEL, we will support the development of models of care which support community 
based care. We will ensure that across all partners, there is access to community crisis care 
to reduce preventable admissions to inpatient services. We will continue to explore forensic 
support and other service models, including new respite and accommodation. In 
collaboration with our partnering organisations, we will develop specialist community teams 
for children and young people and models of care to allow people with an LD and autism to 
stay within community care as opposed to institutional care.  
 

By the end of 2019/20 By the end of 2020/21 By the end of 2021/22 
Appointment of SRO to lead 
the programme.  
 
Development of a NEL 
learning disability and 
autism programme board. 
Undertake gap analysis of 
provision of care to identify 
unmet need, gaps in care 
and local health inequalities.  
 
Increased engagement with 
people with lived experience 
and their families in 
checking the quality of care, 
support and treatment.  
 
Identification of planned 
reductions for inpatient 
usage and beds.  
 

There are varying levels in 
the uptake of the annual 
health checks in primary 
care and these range from 
52% - 82% in the last year. 
In order to increase the 
number of those accessing 
health checks 
In line with NHSE guidance, 
we will make sure that all 
primary care providers 
complete annual health 
checks for 75% of people 
aged over 14 years.  
 
Linking with the ELHCP 
workforce programme, we 
will build on national 
workforce initiatives such as 
the return to practice 
programmes to ensure that 
LD and autism is prioritised 
in workforce training.  

A ‘digital flag’ will be within 
patient records to ensure 
that staff know if patients 
have an LD or autism. We 
will support the rollout of the 
digital flag together with our 
IT teams. This will ensure 
that people receive care 
around their needs and that 
services can be 
personalised around their 
needs.  
 
Children and young people 
with an LD, autism or both 
will have a designated 
keyworker. This will be 
implemented via the 
development and rollout of a 
NEL risk register for children 
with LD, autism or both. 
Keyworker support will also 
be available provided to 
children and young people 
who are inpatients or who 
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are at risk of being admitted 
to hospital. We will ensure 
that it is also extended to 
the most vulnerable children 
including those who face 
multiple vulnerabilities.  
 
Redesign of our learning 
disability and autism 
services to ensure that is a 
reduction in inpatient activity 
for those patients. In order 
to support this, the ELHCP 
has committed to ensuring 
the provision and rollout of 
personalisation and 
personal health budgets 
across NEL. The ELHCP 
will be supporting systems 
to work towards increasing 
the PHBs uptake and 
embedding this requirement 
within current service 
specifications and contracts. 
 
All learning disability and 
autism care commissioned 
across NEL must meet the 
NHS and NICE guidelines. 
We will support local 
systems to implement the 
12 point discharge plan 
through the transforming 
care programme. This will 
ensure that patients with 
long lengths of stays are 
actively being moved 
towards discharge with 
plans and processes in 
place to allow them to 
receive personalised care.  
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