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About this document

This is an easy-read of NHS North East
London LeDeR Annual Report 2021 i
2022.

‘ Section 1
. Section 2
‘ Section 3
. Section 4

We have split this document into
sections to make it easier to read.

NI AN AN AN

The words or phrases in blue are ones
we think need explaining.

Blue Words

We have explained what blue words or
Z & phrases mean at the end of this

L B.uewo"‘j document.
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Introduction

LeDeR is an NHS programme aimed at
making services better for people with
a learning disability and autistic people.

When someone with a learning disability
dies, their death can be reported to
LeDeR to be reviewed.

LeDeR will look at;

Things that may have led to someone
with a learning disability dying earlier
than others without a learning disability.

—




What works well with someone 6 s ¢
and support

What could have been better with
someonedbs care and s

= C LeDeR programme aims to make health
\‘} | & J and social care better for people with a
| x I learning disability and autistic people

And works with other teams to reduce
avoidable deaths
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Stop more people from dying too soon
by making care better

Reduce health inequalities for people
with a learning disability and autistic
people

This is the 3rd annual report of the NHS
North East London LeDeR programme.

It gives information about the people
who died between 1st April 2021 and
31st March 2022.




Section 1. Changes to the LeDeR Programme

In March 2021 the first LeDeR policy
was published.

NHS England and NHS Improvement

QD

The Programme changed its name to
OLear ni niges dnd deaths of
people with a learning disability and
autistic adults (LebD

There will be 2 different types of LeDeR
review:

Focused
Review

Initial
Review




Everyone eligible for LeDeR will get an
initial review.

Some people have a focused review if
important learning can be known from
these deaths.

A focused review will look at some
parts of a personads

People from a Black, Asian or Minority
Ethnic background will always get a
focused review.




Autistic people will always get a
focused review.

June 2021
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This meant LeDeR now works in a new
way.

Including new templates reviewers
must complete when doing a LeDeR
review.




From 1 April 2022 Integrated Care
systems will be responsible for
delivery of the LeDeR programme.
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Section 2. LeDeR Challenges

The biggest challenges to delivering the
LeDeR programme this year have been
the new way LeDeR now works.

Between March and June 2021 reviews
were stopped while we changed to the
new way LeDeR works.

June 2021
12 3 a4
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All LeDeR reviewers had to be trained
to do reviews the new way.

~

LeDeR reviewers reported that initial
reviews did not cover a lot of
information and likely to miss
important information

Information




Section 3. About people who died

(=
:,;: How many people died this
111 Ak

: ’ We looked at the deaths of 88 people

[ ¥ |
:: with learning disabilities aged between
a & 4 and 89 years old.
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w 70 adults ‘E 18 children
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50 males 38 females

Reviews completed

So far 57 reviews have been completed.




20 reviews were still being completed.

11 reviews were yet to be started.

This report will go through the
information gathered from the
remaining 57 reviews that have been
completed.




Level of Learning Disability

We use four main groups to describe the
level of learning disability people had.

9 adults had a mild learning disability.

16 adults had a moderate learning
disability.




15 adults and children had a severe
learning disability.

5 adults and children had a
profound/multiple learning disability.

This information for 2 adults was not
taken.

Most of the children were known to
have had life-limiting conditions and
complex health needs.




Most of the children had lived longer
than expected.

All children who died were recorded as
having had either severe or profound-
multiple learning disabilities.

Ethnic backgrounds

38 out of 57 from a white ethnic
background.




6 out of 57 from an African-Caribbean
background.

10 out of 57 from an Asian ethnic
background.

3 out of 57 from other ethnic
backgrounds.

Most people who died were from a
white ethnic background.

This is the same as last year.




Places of death of children

6 children were in hospital.

4 children in the place they lived.

End of-Lnfe
Care
Most children who were on

‘ end-of-life care.
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L End-of-Lif . .
bl 2 reviews found that end-of-life care was

being tal ked about b
before the child died.
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Places of death of adults

26 adults were in hospital.

15 were in the place they lived.




It was not possible to know whether
people died in their preferred places or
not.

Less people died in hospital compared
to the last two years.

A reason could have been people being
scared to go to the hospital because of
Covid-19.




Section 4. Health conditions

People who died had one or more of
these health conditions:

Cestuuanrnnsl

: : Falling or

Very little 5- J
. = unsteady on
mobility '
feet
Skin Breathing
conditions problems
Very
overweight Epilepsy
or obese
Constipation Diabetes
~

Mental health Bad teeth

conditions Or gums




The above list of health conditions has
been made from 19 focused reviews.

Most of whom are of Black, Asian,
Minority Ethnic background.

Most initial reviews did not provide
details of health conditions that people
had.

This was due to the new initial review
form not having somewhere to write
about health conditions that people
already had.




Section 5. Causes of death

Research shows that people with a
learning disability are 4 times more
likely to die of avoidable causes
compared to the general population.

6 out of 57 people died from things that
could have been treated or prevented.

They died from:

Hospital

acquired ELSILLE
G . = bowel
pneumonia
Asphyxia

(suffocation)




Eeesuudnnsil

The most common causes

of deaths

Pneumonia

Heart-related
problems

Sepsis

Cancers

Diabetes

Aspiration
pneumonia

Covid-19

Epilepsy

Blocked
bowel




Coroners Inquests

and post-mortems

Some people who die at home get a
post-mortem to find out the cause of
death.

People who died at home from known
conditions might not have a post-
mortem. The GP signs their death
certificate.

If a family has concerns, they can get a
Co r o n enguest to look into a
personds deat h.




3 peoplewho diedhadaCor oner 0 ¢
Inquest.

Death Certificate |
l Cause of We found that some professionals
eat ) . .
e including coroners were recording
i o RS
WA learning disability as a cause of death.
Death Certificate |

\‘ Cause of . ) ] - ;
Jil Death Having a learning disability is not a
8 & cause of death.




Section 6. Care provided to people who died

This section looks into the kind of care
people got or received.

Annual health checks

AR/, An Annual Health Check is a yearly
e, check up at the GPOs

2021 2022 2023

People with a learning disability over
the age of 14 can get an annual health
check.




Having annual health checks every year

can help spot unknown health
conditions early.

:

This can lead to the quicker treatment
of these health conditions.

Only 30 people out of 52 got an annual
health check.

22 out of 52 people did not have an
annual health check.




The number of people who went to their
doctor for annual health checks this
year is lower than last year.

We found the annual health checks were
different from one person to the next.

Some people had fewer examinations
than others.

Annual health checks were done:




face to face

By telephone By video chat

If a person had an annual health check
by telephone or video chat, they did not
get some examinations done.

Face to face is the recommended way of
doing annual health checks.

When someone misses an annual
health check appointment it should be
followed up and support should be
provided for them to attend.




Weight management

More people who died were recorded
as underweight.

Fewer people were overweight and
obese compared to | a

£ Healthy
Guides

GPs provided healthy eating guides as
well as advice on regular physical
k activities.
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GPs may not have followed up on how
good or poor weight management
programmes or referrals were. This
should be happening.

’ Health and social care teams need to
work together to support people with
learning disabilities to benefit from

’“‘ available services.

Mental capacity Act

16 out 19 people who had a focused
review also had a mental capacity
assessment.




oy

Deprivatior g -
of Liberty ' = gl
Safeguaroy b

3 of the reviews showed that the
persons had Deprivation of Liberty
Safeguards. This is the law that
protects a person from having his or
her rights taken away without good
reason.

Deprivation of Liberty Safeguards was
in place to allow others make decisions
about the care and treatment the
person got.

In some reviews, it was found some
professionals didnot
Mental Capacity Act and how to use it.

This means more awareness and
training is needed to make sure staff
apply the mental capacity act correctly.




Flu vaccination

35 out of 57 people had had
a flu vaccination.

This is higher than last year, although
we looked at less people this year.

We still want more people with a
learning disability and autistic people to
get the flu vaccination.




Covid vaccination

19 out of 47 adults had both COVID-19
vaccination doses.

COVID-19  COVID-19
VACCINE = VACCINE

5 out of 47 adults had 1 COVID-19
vaccination dose.

More women had both COVID-19 doses
than men.




__&l " Covid-19 numbers were similar to those
i reported countrywide.

Cancer screening

5 out of 16 people had bowel cancer
screening.

3 out of 16 people had cervical cancer
screening.

—



1 out of 14 people had breast cancer
screening.

The number of people with a learning
disability who got cancer screening is
a lot less compared to the general
population.

GPs and other health staff need to
work together and promote uptake of
cancer screening.

More people to be encouraged to go to
cancer screening.




This will make sure cancers are
spotted early and treatment started.
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End-of-life planning

FEnd-of-Life

&
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25 out of 57 people had end-of-life care
plans in place.

Families, carers and people close to
the person who died were involved in

their end-of-life planning and their
views were considered.




We are not sure whether the people
who died were involved in their end-of-
life planning.

Do Not Attempt
Cardiopulmonary
Resuscitation

32 out of 57 people had Do Not Attempt
Cardiopulmonary Resuscitation
guidelines in place before they died.

Families and other care professionals
were involved in this decision.




The Do Not Attempt Cardiopulmonary
Resuscitation forms we looked at were
done correctly.

Reasonable adjustments

Reasonable adjustments are things like
equipment and changes to make
accessing services and homes easier
for people with a disability.

Information from completed reviews
showed that some reasonable
adjustments were provided when
needed.




The type of equipment or support
needed was different from person to
person based on their needso6
assessment and care plans.

Some reviews showed people got easy
to understand information (such as
pictorials) provided if they needed it to
understand somethings better.

More needs to be done to make sure all
people with a learning disability get
information in a way they can
understand.

There was no information from all
Initial reviews to show if every person
had reasonable adjustments provided
or not.




Section 7. Quality of care a person received

The information about how good the
care provided was based on 19
focused reviews.

9 out of 19 people got good or
excellent care.

7 out of 19 people got satisfactory care.

Satisfactory care means the care was
mostly good but some things could
have been better.




In 1 out of 19 people the care provided
was not as good as it should have
been.

This had an effect on their wellbeing
and may have played a part in the
cause of death. This was taken forward
for a further investigation.

No review showed that the people who
died got poor care that led to the
personds deat h.




Section 8. What we did well (good practice)

We have learned a lot about what was
good about peopl ebs

Some of the good things that
happened with peopl
included:

Do Not Attempt Cardiopulmonary
Resuscitation had been used correctly
and when needed.

Staff training led to better staff
awareness of the needs for people with
Learning disabilities.




Person-centred care that focused on
the personds I|i kes/ d
way to communicate with them.

Clear evidence that GPs did regular
medical reviews for all known health
conditions.

ceepnonnnain




Section 9. What needs to be better

ks
Nore: We have learned a lot about what
— needs to be bettera b o ut peopl

We have agreed to some of the ways
on how to make things better.

Some of these are;

Get more people and young people
(age 14 years and above) to go to
annual health checks and make action
health plans.

Provide reasonable adjustments
people need when they need it.




Make sure people have independent
mental capacity advocates to get their
views heard.

Awareness to get more people going to
cancer screenings.

Train staff to spot
health is getting worse.

More people are offered a chance to tell
us their wishes when they get to their
end of life.




Section 10. Going forward

Priority 1. To continue LeDeR

revi ewing wor ke

Make sure we continue to complete
LeDeR reviews.

& Lo A Show that we use what we learn to

!] ‘ \ : make things better.

Show we are following the LeDeR
Policy.




Priority 2: Annual health

checks and action plans

Make sure that annual health checks
spot unknown health conditions.

Make sure treatment is started early if
needed.

When someone misses an annual
health check appointment it is followed

up and support is provided for them to
attend.




Priority 3: Mental capacity Act

When making important decisions,
make sure the Mental capacity Act is
used correctly for people with a
learning disability.

Important decisions include:

7 !u:‘:‘;%
Do Not Attempt
Cardiopulmonary

Resuscitation

vl

Treatment




Priority 4: Providing
reasonable adjustments

Make sure everyone is provided with
the right support and/or equipment to
attend or access health and social care
services.

This is so they can benefit from these
services as easily as everyone else.




Priority 5: Children going

Into adult services

Make sure young people move from
children services to adult services
without any issues to their care.

We would like social care teams to do
assessments early.

This gives time to plan and support a
smooth transfer of children to adult
services and placements.




Section 11. Conclusion

There is evidence to show the LeDeR
programme continues to have a big
role to influence change and make
things better.

North East London Integrated Care
Systems is committed to:
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Making sure no other person with a
learning disability and autistic people
could die of preventable and treatable
condition(s) by work

Health
| Social Care \
52 : d

People with Health and
a learning social care

Families disability services
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Carrying out a 3-year plan referred to
as North East London LeDeR Strategy
2021/23.

Making sure that learning is taken by
services to stop inequalities for people
with learning disabilities and autistic
adults.

Making people with learning disabilities
and autistic adults health and
wellbeing better.




Section 12. Blue word glossary

Aspiration pneumonia - infection of the
lungs caused by swallowing saliva,
food, liquid, vomit and even small
foreign objects.

Asphyxia (suffocation) - happens when
your body doesn't get enough oxygen.

Assistive technology - products or
equipment that support and assist
individuals with disabilities in their
lives. For example, help alarms.

Blocked bowel - a serious problem that
happens when something blocks your
bowels, either your large or small
intestine.

Breathing problems - problems with
lungs when you can't get enough air.
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