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T
he Learning Disabilities Mortality 
Review (LeDeR) programme was set 
up to evaluate premature mortality 

and health inequalities among people with 
learning disabilities, in order to improve the 
standard and quality of care they receive.  
The fourth LeDeR report, considering deaths 
in 2019, concluded that overall avoidable 
deaths (those where conditions were 
treatable or preventable) accounted for 44% 
of deaths in people with learning 
disabilities.  The same figure for the general 
population was 22% (Figure 1).1  

In 2018, 85% of people who died were 65 
and over.  In contrast, only 37% of people 
with a learning disability who died in 2018 
were aged over 65.1 The prevalence of long 
term conditions (LTC) in this population is 
also high: 94% of those reviewed in the 
LeDeR report had at least one LTC, and on 
average they had three.1   

The LeDeR report also confirmed that 
people with learning disabilities have poorer 
health outcomes when compared with the 
general population  and  that, to an extent,  
these poor outcomes were avoidable.1  The 
fact that constipation remains one of the 

leading conditions contributing to 
premature death in the 21st century is 
shocking.1 

The most frequent cause of death were 
diseases of the respiratory system (20%), 
diseases of the circulatory system (15%), and 
congenital and chromosome abnormalities 
(14%). The most commonly reported 
conditions were pneumonia and aspiration 
pneumonia.2  

People with long term conditions now 
account for 50% of all GP appointments, 
64% of all outpatient appointments and 
over 70% of all inpatient bed stays.3 People 
with learning disabilities have a greater risk 
of death from respiratory issues and have 
been eligible for a flu vaccination since 2014, 
but uptake has remained low at less than 
50%.4,5  Flu vaccination uptake figures for 
Winter 2019-2020 show that this is much 
lower than in patients over 65 (72.4%).3  With 
the apparent increased risk for respiratory 
illness in people with a learning disability, 
and current concerns about the second 
wave of COVID-19, this is a matter of great 
concern.  

Guidance has been issued to confirm 
that GP practices should continue to offer 
annual health checks to people with 
learning disabilities during the pandemic.6 

BARRIERS TO HEALTH 
EQUALITY 
A number of common barriers to health 
equality have been identified, and are 
summarised in Box 1.  

People with learning disabilities are twice as likely to die from an avoidable medical 
cause as the general population but annual health checks can play a valuable role in 
identifying potential issues and instigating early and effective treatment
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FIGURE 1. DISCREPANCIES IN MORTALITY RATES FOR PEOPLE  
WITH AND WITHOUT LEARNING DISABILITIES 

12   PRACTICE NURSE - NOVEMBER 2020 www.practicenurse.co.uk

The Learning Disability Observatory is 
working on a new project (the Health and 
Care project) to gain a more detailed 
understanding of the health of people with 
a learning disability in each part of the 
country. This will evaluate the care they get 
and how this compares with the care of 
people without a learning disability. The 
areas to be covered include general health 
measures, health checks and 
immunisation.7 This information will help 
clinical commissioning groups and other 
health and social care planners to ensure 
that people with learning disabilities 
receive the same standard of care as other 
people.   

More than a decade ago, in 2006, the 
Disability Rights Commission argued that 
everyone ‘with a role in the provision of 
primary care health services to people with 
learning disabilities and/or mental health 
problems must act now to tackle the 
inequalities in physical health and primary 
healthcare services they experience’.10 

The NHS Long-term plan last year set out 
the need for improving partnership working 

between primary care and care homes.11  In 
understanding some of the barriers to good 
healthcare and how these barriers can be 
overcome, this partnership is essential. GPs 
and practice nurses have the expertise to 
investigate, diagnose and prescribe care and 
treatment.  The circle of support around an 
individual with learning disabilities – 
including family members and/or highly 
skilled support workers – should be used to 
identify how a patient can best be 
supported when accessing primary health 
care services. This includes sharing 
information on their general wellbeing 
(based on both objective data and 
observations).   

OVERCOMING BARRIERS 
The annual health check has the potential to 
be a powerful tool as part of this 
partnership working and in making a 
significant impact on improving health 
outcomes and reducing inequalities. 

Annual health checks are available to all 
people over 14 with learning disabilities and 
can help to identify new health conditions 

early.   They also prompt a review of existing 
conditions or risks associated to specific 
diagnoses, so these can be monitored 
proactively.  Uptake of the annual health 
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Patients not identified as having a learning 
disability  

Staff having little understanding of learning 
disability and/or autism 

Failure to recognise that a person with 
learning disabilities is unwell 

Failure to make a correct diagnosis  

Anxiety or lack of confidence in people with 
a learning disability 

Lack of joint working between different care 
providers 

Not enough involvement allowed from 
carers 

Inadequate aftercare or follow up care

Age-standardised avoidable, treatable and preventable mortality rates (per 100,000),  
in people with learning disabilities and the general population

Avoidable mortality
520

227

403

83

222

144

0 100 200

LeDeR 2018                 England 2018

300 400 500 600

Treatable mortality

Preventable mortality

Source: University of Bristol – Annual Report 2019 – The Learning Disabilities Mortality Review



www.practicenurse.co.uk NOVEMBER 2020 - PRACTICE NURSE   13

check has slowly improved since 
implementation in 2014 but remains 
suboptimal at 56%.12   

It is also important to understand that 
this is not 56% of the total population with 
learning disability, but 56% of those on the 
learning disability register.  The recording of 
learning disability in primary care is poor. A 
range of codes is used to identify learning 
disability and the proportion of people who 
are known to healthcare services is 
estimated to be around 25%.12 The reality is 
that only a small minority of people with 
learning disabilities are being offered, or are 
receiving, annual health checks. Improving 
the implementation of the learning 
disability register might help to address this 
issue, and NHS England has produced 
guidance on how to improve inclusion of all 
people with a learning disability, which 
includes a list of the relevant READ codes for 
easy reference.12  

For a health need to be met, it needs to 
be identified.8-10 This is one key area where 
barriers for people with learning disabilities 
can be overcome. It may be hard for the 
person with learning disabilities to express 
what is wrong, and those in their immediate 

support network may not recognise that 
they are unwell, which means an accurate 
diagnosis may not be made.9,10  Often 
though, those who know the individual will 
notice changes in their mood, behaviour, 
engagement, support needs, seizure 
presentation, appetite, skills etc. that 
indicate that something is different.  The 
challenge then is to communicate this to 
clinicians who can then investigate the 

cause. The author’s organisation, Home from 
Home Care, has developed an IT platform, 
where all data about the individuals we 
support is recorded, as objectively and 
simply as possible.  This allows us to 
produce reports that show health and 
wellbeing holistically, allowing identification 
of correlations or patterns that can then be 
interpreted by healthcare professionals.   

Access 

A further barrier is accessing services. This 
may be difficult for people with learning 
disabilities who can sometimes struggle 
with anxieties around unfamiliar places, 
people or activities.  Reasonable 
adjustments, as required under the Equality 
Act can be made,13 but often information 
specific to each individual may not be 
shared with the people who need to know 

it.  Adding this information to a summary 
care record or flagging it on the practice 
computer system, can have significant 
impact on the experience a person has with 
health care services and, ultimately, on their 
health outcomes.  As part of work to 
support the Transforming Care programme, 
a way of having a digital ‘reasonable 
adjustment flag’ is being developed so that 
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For a health need to be met it needs to be 
identified... it may be hard for the person with 
learning disabilities to express what is wrong

Uptake of flu vaccination in people with a learning disability is low compared with the general population
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vital information is alerted to, and accessible 
by, all healthcare professionals.14,15  

Practice nurses and GPs have a limited 
time with their patients (even with 
reasonable adjustments to extend 
appointment times).  They are therefore 
reliant on support workers and family 
members to understand unique complex 
behaviour and communication systems.  
Learning disability nurses in social care and 
in the community, working in partnership 
with local GP practices, are ideally placed to 
assist people with learning disabilities and 

their support workers/family to 
communicate their needs and concerns to 
clinicians effectively. 

THE ANNUAL HEALTH CHECK 
There are two parts to the annual check, the 
preliminary part, which can be completed 
by a practice nurse or other suitably 
qualified practitioner, and the second part 
to be completed by the individual’s GP.16 

The preliminary section collates basic 
information on diagnoses, specific 
symptoms (which often have associated 

health risks), reasonable adjustments, 
involvement of other specialist practitioners 
(e.g. speech and language therapists, 
occupational therapists), lifestyle, life skills, 
screening and baseline assessments. The 
section completed by the GP includes a 
physical examination, review of medication 
and a review of respiratory, gastrointestinal 
and other systems.  The check considers 
primary cancer screening and immunisation 
status – in which uptake among people with 
learning disabilities is low.17  For flu 
immunisation, it is worth noting that the live 

attenuated influenza vaccine (LAIV) nasal 
spray can be used off license for people with 
learning disabilities, who may be needle-
phobic.5 

The Royal College of General 
Practitioners18 has produced a toolkit  which 
offers step by step guidance on preparation 
and completion of the checks.   

PRACTICE 
RECOMMENDATIONS 
In summary, people with learning 
disabilities have poorer health outcomes 

and are more likely to die prematurely than 
people without a learning disability.  They 
face many barriers to receiving good health 
care but practice nurses working in 
partnership with families, social care 
providers and learning disability colleagues 
can help to overcome these barriers and 
significantly improve these patients’ health 
outcomes and quality of life, and reduce the 
inequalities experienced by people with 
learning disabilities every day.     ◆ 
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ESSENTIALS

BOX 2.  PRACTICE 
RECOMMENDATIONS 

● Review/update your practice learning 
disability register to ensure all patients 
with a learning disability are identified 12 

● Where reasonable adjustments are 
required, discuss what these are with 
the patient and/or their support 
network and ensure they are included in 
their summary care record or flagged on 
the practice IT system 

● Where a patient with learning disabilities 
is unable to receive flu vaccination via 
injection, consider whether the LAIV 
nasal vaccine would be an appropriate 
alternative 

● Work in partnership with learning 
disability teams, local social care 
providers and families to increase uptake 
and effective completion of annual 
health checks.

Practice nurses have a limited time with their 
patients, even with reasonable adjustments, and 

are reliant on support workers and family members




