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What is LeDeR

• The Learning Disability Death 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
• LeDeR reviews try to find best
practice and things that could be
better so that people and
organisations can take action to make
care better for people with a learning
disability
• A LeDeR review looks at the persons
life – and talks to people who knew
the person well
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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)
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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
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What LeDeR has found so far
• Where people have died
• 60 out of 100 people died in
hospital, compared to 45 out of
100 in the general population
• Review of death
• 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 Do Not
Attempt Cardio Pulmonary
Resuscitation (DNACPR) order.
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What LeDeR has found so far(cont.)
• 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
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Recommendations from LeDeR
• Information about reviews
• Knowing who has a learning
disability
• Listening to families
• Important work to do – Sepsis,
pneumonia
• Organising care
• Transition from child to adults
services
• Changing what people think
about learning disability
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LeDeR: Action from Learning
• The NHS has committed to national action to tackle the
major killer conditions among people with a learning
disability based on lessons learned from reviews. These
include:
• Pneumonia – increasing the uptake of the flu
vaccine by people with a learning disability .
• Respiratory – commission an independent review
into the deaths of people with a learning disability
due to respiratory condition.
• Constipation – launch a national campaign to
promote awareness around the risk of constipation
including prevention, identification and treatment
• Cancer – the uptake of screening to ensure early
diagnosis of cancer is a priority for the NHS with a
focus on people with a learning disability in the
national screening review. The NHS is prioritising
making reasonable adjustments for screening
including the roll out of easy read information.
• Flu Vaccination and Annual Health Check – the
programme is working with PHE, NHSE/I Primary
Care and S7A teams to increase the uptake of flu
vaccine and annual health checks. A national
communications campaign will launched during
2020 to help get these messages across.
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Fred
Age: 31
• Loves watching
rugby
• Friends and family
are important to him
• His job is very
important to him
• Lives with 4 people
in a rented house
• Needs support for
medical
appointments
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Medical History
• Downs syndrome
• Heart problems
• Gets flu most years
• Has epilepsy
• Overweight
• Type 2 diabetes
• Depression and anxiety
• Was on psychotropic
and other medications
for epilepsy, diabetes
and his heart

System-led services
• Fred was invited every year for an
annual health check and was sent
a follow up letter. No-one knew
what a health check was. Fred
never had an annual health check.
• Fred saw a different GP every time
he went to the GP Practice.
Support staff who went with Fred
didn’t know why he was seeing a
Doctor
• Fred saw a learning disability
psychiatrist for his epilepsy and
anxiety.
• Fred did the same things at the
same time every week. Staff were
changed every 6 months.

Fred died aged 55
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System-led services
• Fred doesn’t like needles, he never had a
flu jab. Fred was hospitalised a couple of
times following severe bouts of flu
• Fred didn’t tell staff if he felt unwell
• Fred’s Psychiatrist and GP each did a
medication review. No one wrote down
the changes or explained them to Freds
support staff.
• Fred died from pneumonia. His heart and
respiratory system were weakened every
time he had the flu.
• Fred died in hospital. No one could agree
who would fund support staff to be with
Fred in hospital so he died alone

Fred died aged 55
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Fred-led services
• Fred was sent an invitation every year
for an annual health check. A practice
nurse then rang Fred to talk to him
about what an annual health check
was for. Fred and his mum were sent
information to help them prepare for
his annual health check.
• Fred’s GP referred Fred to a local
slimming class. Fred and a support
worker went together. They learnt to
cook meals in a different way which
was good for everyone in the house
Fred lost 3 stone. His type 2 diabetes
went away.
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Fred lived to age 78

Fred-led services
• Fred saw an epilepsy specialist. His
episodes reduced and Fred felt in
control of his treatment
• Fred's Psychiatrist talked to his GP
about why Fred might be having
anxiety and was drowsy. Support staff
were involved in the review and told
the Doctors how they thought
medication affected Fred. They
worked together to change his
medication.
• All health professionals who worked
with Fred checked what reasonable
adjustments he needed. Sometimes
people weren’t sure but they worked
with Fred and his family to work out the
best way to support Fred’s health
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Fred lived to age 78

Fred-led services
• Fred doesn’t like needles. He gets very
anxious if he knows he has to have an
injection. A learning disability nurse
worked with Fred and his support staff
get Fred used to needles
• Fred still doesn’t like needles but he is
more comfortable whenever he has an
injection or bloods taken.
• Fred has a flu jab every year. It also
means Fred is a lot more relaxed when
he has tests for his heart condition
• Fred was able to give himself insulin
when he needed it and was more likely
to say when he felt unwell (until he lost
weight and his diabetes went away!)

Fred lived to age 78
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Meaningful change – meaningful to who!
.

Work in partnership and shared purpose
• Be prepared for visits to see
healthcare professionals.
• Ask the Doctor or nurse to write down
key points
• Make sure the support team around
the person know what their role is for
that person
• Check staff know what the purpose of
different jobs and roles
• Who else is involved in the person’s
care and their role
• What is the impact of organisation
policy on someone's day to day life
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Meaningful change
Use people and money in a better way
• Who are you recruiting?
• How are you recruiting?
• What is the experience of the person being
supported
Training
• How do staff receive training on things like the
Mental Capacity Act
• Diet and exercise
• The persons rights
• Preventing and identifying health conditions –
eg, Sepsis, constipation,
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Leadership and professional curiosity
• Every person taken ownership. People do
best practice not systems.
• Are staff confident to challenge Doctors
and nurses

Working with the LeDeR programme
• Notify deaths to the LeDeR
programme
• Make sure notes are kept locally for
the LeDeR reviewer
• Make staff available to talk to the
LeDeR reviewer
• Work with the local LeDeR steering
group
• What can your organisation do to
support action from learning
• Supporting the constipation
campaign
• Supporting the flu jab campaign
• Identifying early signs
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To report the death of someone with a
learning disability
0300 7774774

https://www.bris.ac.uk/sps/lede
r/notification-system/
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Meaningful change
• How can we work with you to
share the learning from LeDeR?
• What’s the best way to find out
from you what you are doing to
support the healthcare of people
with a learning disability?
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Thank you
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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/learningdisabilities/about/ask-listen-do/information-fororganisations/
Louisa Whait: louisa.whait@nhs.net
Telephone: 0773 0391373
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