Learning
Disability Mortality
Review
programme

What is LeDeR?
• The Learning Disability
Mortality Review programme
(LeDeR) programme is about
making care better for people
with a learning disability
• All deaths of people with a
Learning Disability aged 4 and
over are reviewed. We think
there will be about 3400
deaths per year

What LeDeR has
found so far
• Average (median) age of death:
• Overall: 59
• Male: 60 (23 years less than
general population)
• Female: 59 (27 years younger
than general population)

Age of death by level
of learning disability

•
•
•
•

Mild learning disability: 62
Moderate learning disability: 63
Severe learning disability: 57
Profound learning disability: 40

What LeDeR has
found so far
• Quality of care:
• 48 out of 100 - care was good or very good
• 35 out of 100 - care could have been a bit
better
• 9 out of 100 - care wasn’t very good
• 8 out of 100 - care was so bad that it
affected the person or led to their death
• 17 out of every 100 reviews found care
needed to be much better

Good care
The 7-day discharge follow-up,
implemented by the community treatment
team on each hospital discharge, was very
effective in monitoring Reyna’s health. The
introduction of digital equipment and social
care staff training in the use of the NEWS
tool was fundamental; on two occasions it
alerted the staff team to Reyna’s
deterioration in health and the requirement
for hospital admission.

Poor care
• Problems with clinical care
• Problems with medication or
equipment
• Not summoning medical attention
quickly enough
• Lack of coordination of care and
treatment
• Poor quality end-of-life care

Poor care
A social care annual review should have
been completed in September 2017. It
was carried out in December 2017, when
extra support at mealtimes in line with
Speech and Language Therapist
guidelines was identified as a need, and
risks associated with not providing this
support were identified. The extra
support was not actioned before her
death in February.

What LeDeR has
found so far
• 60 out of 100 people died in hospital,
compared to 45 out of 100 in the general
population
• 30 out of 100 deaths are reported to the
coroner compared to 43 out of 100 deaths in
the general population.
• 19 reviews said that ‘learning disabilities’ or
‘Down’s syndrome’ was given as a reason for
a Do Not Attempt Cardio Pulmonary
Resuscitation (DNACPR) order.

What LeDeR has
found so far
• 19 out of 100 adults were usually prescribed
antipsychotic medication.
• Most common conditions mentioned in Part I of
Cause of Death Certificate:
• Pneumonia: 25 out of 100 people
• Aspiration pneumonia: 16 out of 100 people
• Sepsis: 7 out of 100 people
• Dementia: 6 out of 100 people
• Ischaemic heart disease: 6 out of 100 people
• Epilepsy: 5 out of 100 people

LeDeR: Action
from Learning
• Respiratory – an independent review into
the deaths of people with a learning
disability due to a respiratory condition.
• Constipation – a national campaign to
promote awareness around the risk of
constipation including prevention,
identification and treatment.

LeDeR: Action
from Learning
• Cancer – increase the uptake of
screening by people with a learning
disability. Prioritise making reasonable
adjustments for screening including
the roll out of easy read information.
• Flu Vaccination and Annual Health
Checks – increase the uptake of flu
vaccine and annual health checks. A
national communications campaign
will be launched during 2020 to help
get these messages across.

Discussion
What are your biggest challenges around
tackling the health inequalities experienced
by people with a learning disability?
What steps has your organisation taken so
far?
What changes have you made to your own
practice to support better health for people
with a learning disability?
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Ask Listen Do- resources to help staff get feedback from people and
make comments and complaints systems work for people with a learning
disability, autistic people and family carers
https://www.england.nhs.uk/learning-disabilities/about/ask-listendo/information-for-organisations/
Contact:
Louisa Whait: louisa.whait@nhs.net

