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Suffolk LeDeR Annual Report
Summary 2021 to 2022

Learning from lives and deaths — People with a
learning disability and autistic people
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About this document

This is an easy read summary of Suffolk
LeDeR Annual Report 2021 - 2022.

We have split this document into
sections to make it easier to read.
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The words in blue are ones we think
need explaining.

Blue Words

a We have explained what blue words

( @5 mean at the end of this document.
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1. 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.

The LeDeR programme reports on
deaths of people with learning
disabilities aged 4 and above.

From January 2022, the LeDeR
programme includes autistic adults,
aged 18 years and over.




LeDeR will look at:

e What things may have led to
someone dying

e What works well with someone’s
care and support

e What could have been better with
someone’s care and support




LeDeR works to:

C e Make health and social care better
for people with a learning disability
and autistic people
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e Stop more people from dying too
soon by making care better

’ e Reduce health inequalities for
people with a learning disability and

* @ autistic people



The programme has been in Suffolk
since 2017 and this is the fifth annual
report.

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

2021 2022




2. Changes to LeDeR

.

LeDeR 2021

Leaming from Lives and Deaths -
eople with a Leamin, i

In March 2021 the new LeDeR policy
was published.

There are 2 different types of LeDeR
review:

Focused
Review

Initial
Review

Everyone eligible for LeDeR will get an
initial review.




Some people also have a focused review
if things can be learned from their
deaths.

A focused review will look at some
parts of a person’s care in more detail.

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

Autistic people without a learning
disability will always get a focused
review.

10



3. What has happened since the last report

67 and half
years old

People with a learning disability die
sooner than people without a learning
disability.

This happens because they don’t have
the same access to health and social
care.

During the past year, there has been lots
of work done in Suffolk to make health
and social care better for people with a
learning disability.

In Suffolk, the median age at death for
people with a learning disability
improved in 2021/22 to 67 and a half
years old.
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The median age at death in 2020/21 was
58 years old.

years old

Our successes this year

The Peer Educator programme
continued to increase awareness of
annual health checks and the number of
people going.

The Peer Educator programme
highlights how important looking after
your health is.

This leads to better health for people
with a learning disability.
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We have increased health staff to focus
on people who have complex health.

We have provided more support for
people who do not attend annual health
checks.

We have seen more staff join the
Intensive Support Team to support
autistic people.
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4. Involving the Suffolk learning disability

community

It is important for us to involve peoplein
the work we do to make health and
social care better.

The My Health Focus Group is one way
we have of involving autistic people,
people with a learning disability and
family carers.

The My Health Focus Group will look at
what we think needs to be better and tell
us if it is right.

The My Health Focus Group can also
raise other things they think need to be
better.
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5. About the people who died

How many notifications of
people who died did Suffolk

get this year?

For 2021/22, Suffolk got 32 notifications
of people with a learning disability who
died.

18 14
from East % from West

Suffolk Suffolk

Ll

This is fewer notifications than Suffolk
got for 2020/21.
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2 children

5 adults
(under 18 g (19-45
years old) years old)
6 adults e 19 adults
(46-64 Al 4 (65 years
ears old) old and
’ over)
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Gender

16

males

16

females

Reviews completed

So far 31 reviews into people’s lives and
deaths have been completed.

17



3 focused reviews into people’s lives
and deaths are still waiting to be done.

This report will go through the
information on the deaths of the people
that have been reviewed.

Level of Learning Disability

We use four main groups to describe
what type of learning disability people
who died had.
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This is not a specific question asked in
a LeDeR review so has not been
answered in every review.

8 people had a mild learning disability.

3 people had a moderate learning
disability.

4 people had a severe or
profound/multiple learning disability.
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This information for 16 people was not
taken.

Ethnic backgrounds

The 2019 National LeDeR Report found
that people from minority ethnic
groups died at younger ages than
white British people.

Nationally, 43 out of every 100
children who died (ages 4-17 years),
were from minority ethnic groups.

43 out every 100
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http://www.bristol.ac.uk/media-library/sites/sps/leder/LeDeR_2019_annual_report_FINAL2.pdf

Suffolk has a lower number of deaths
of people from minority ethnic groups.

Deaths of people from minority ethnic
groups may not have been reported.

e ANHS |
g @, It may not have been known if people
2 AV from minority ethnic groups who died
o ,i\ had a learning disability.
J

We have started work within primary
care to identify people with a learning
disability from minority ethnic groups.
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Places of death

17 people died in hospital.

15 people died in the place they lived.

Less people died in hospital compared
to the last 3 years.
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6. Causes of death

Exsenunnrnnsi

The most common causes

of deaths

Respiratory
Conditions
(Breathing
Problems)

24

Covid-19

Heart-
related
problems

Stroke



Coroners Inquests

Deaths must be reported to the Coroner
In certain circumstances.

Examples include deaths:

that are
that are unnatural.
sudden or For
unexplained example,
falls

1 person who died had a Coroner’s
Inquest.
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/. Care provided to people who died

This section looks into the kind of care
people who died got.

Annual health checks

An Annual Health Check is a yearly

A check up at the GP’s surgery.
2021 2022 2023

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

can help spot unknown health
conditions early.

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

20 out of 31 people got an annual health
check.

4 out of 31 people did not have an
annual health check.
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We did not know if 5 out of 31 people
had an annual health check.

2 out of 31 people were under 14 years
old and could not have an annual health
check.

Do Not Attempt
Cardiopulmonary
Resuscitation

20 out of 31 people had Do Not Attempt
Cardiopulmonary Resuscitation in
place before they died.
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Families and other care professionals
were involved in this decision.

The Do Not Attempt Cardiopulmonary
Resuscitation forms we looked at were
done correctly.
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8. The quality of care a person received

Before changes to LeDeR in 2021, the
guality of care was looked at in every
review completed.

After changes to LeDeR in 2021,
reviewers have to think about
everything they have found out and
give a grade for the quality of care.

Giving quality of care a grade is part of
a focused review.

30



9. Going forwards

% éi Suffolk and North East Essex
?“&' integrated care system will make sure
LeDeR reviews are done and changes
NHS|

Suffolk and are made.
North East Essex

P =
‘ NHS We are working towards a joint

Framework _ _ < _
3 learning disability and autism
framework.

Suffolk Joint Learnin,
Disability Strategy
Refresh 2021

The framework follows the themes of
the Suffolk Joint Learning Disability
Strategy's 4 important areas -

My Health My Home My Life My Voice
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The priorities for 2022/23 will focus on
7 areas identified through the LeDeR
programme and My Health Focus
Group:

SCECEER

Annual health checks

GP Learning Disability registers

Review of Do Not Attempt
Cardiopulmonary Resuscitation
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Public Health screening programmes

Training

Reasonable Adjustments

Consistency and continuity of care
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10.Plan of action for 2022 to 2023

We want to provide primary and
community-based services to keep
people healthy in the community.

We want to provide high-quality
services to adults with a learning
disability and autistic adults.

We want to provide good quality care
services & health services that work
together for better outcomes for
people.

This section will go through some
things we are doing during 2022 to
2023.

2022]2023
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Improve the number of people
going to and quality of
learning disability health
checks

At least 75 out of every 100 people with
a learning disability get an annual
health check.

Fewer people having issues getting an
annual health check.

People’s experiences when getting an
annual health check.
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Actions: what are we going to do support improvement

A pilot project on Learning Disability-
Friendly GP Practice.

A project looking into the GP learning
disability registers.

Creating Dynamic Support Register that
will focus on physical health.

A social prescribing project.
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Looking at the number of people going
to annual health checks and working
with primary care.

Continue the Peer Educator programme
to make people aware of how important
annual health checks are.

Improve the number of people
on GP Learning Disability
Registers

B’iﬂﬂﬁﬁ, m } Spcial Care

P .. Compare GP Learning Disability
a N Registers with social care list every
— year.
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B"‘"ﬂ.gm
Register This will make sure no one is missed

Z off the GP Learning Disability

2 8 Registers.

Actions: what are we going to do support improvement

Continue the Peer Educator
programme.

A project looking into the GP learning
disability registers.

Work with Primary Learning Disability
Liaison Team and adult social care.
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DNACPR Do not attempt

cardiopulmonary
resuscitation

How will we know we are improving?

Look at Do not attempt
cardiopulmonary resuscitation forms.

This is to see if anything needs doing to
make sure they are right.

Work with partner organisations to
raise awareness to follow national
guidance.
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Screening and Vaccinations

How will we know we are improving?

An increase in the number of people
invited for cancer screening.

An increase in the number of people
going to cancer screening.

An increase in number of people invited
for vaccinations.

40



An increase in number of people going
to vaccinations.

Actions: what are we going to do support improvement

Create a way to record information
about number of people invited and
going to screenings and vaccinations.

Peer Educator programme to make
people aware of how important
screenings and vaccinations are.

NHS England and NHS Improvements
Screening project.
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Training

How will we know we are improving?

& L™
XY

NHS health services have done learning
disability and autism mandatory
training.

Actions: what are we going to do support improvement

@  Oliver McGowan mandatory training to
« «  bedone across Suffolk and North East
. Essex.
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Reasonable Adjustments

The learning disability improvement
standards for NHS trusts — self-
assessments from NHS Trusts.

Using learning from patient
experiences.

o

People’s experience of reasonable
adjustments in services.

o - §
M &
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https://www.england.nhs.uk/learning-disabilities/about/resources/the-learning-disability-improvement-standards-for-nhs-trusts/
https://www.england.nhs.uk/learning-disabilities/about/resources/the-learning-disability-improvement-standards-for-nhs-trusts/

Actions: what are we going to do support improvement

Learning disability Friendly GP practice
pilot project.

Explore the promotion of reasonable

adjustments using the TEACH acronym
(Time, Environment, Attitude,
Communication, Help)

Peer Educator Network programme.
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Consistency and continuity of
care

Number of people who are inpatients
who have the same staff team in
community that they have in hospitals.

Less issues being reported for care
after leaving the hospital.

Learning Disability & Autism specialist
health services transformation.
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11.Equality Impact Assessment

In Suffolk, Learning Disability and
Autism is part of the Equality Impact
assessment.

|ldentify disadvantage — to find out what
stops people getting good health and
social care.

Propose steps to stop that
disadvantage.

Make sure any actions taken are
working well.
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12.Conclusion

We are working towards a framework
Framework to support the transforming care work
and Suffolk Joint Learning Disability
Partnership vision.

People with learning disabilities live
good lives as part of their community,
with the right support, at the right time,
from the right people.

We are working towards achieving fair
health and care for people with
learning disability.

The My Health Focus Group “You said,
We did” approach supports co-
production.
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Blue word glossary

Autistic adults - People over the age of
18 who have been told by a doctor they
are autistic and had this written in their
medical records.

Black, Asian or Minority Ethnic
backgrounds - Being a member of
another ethnic group other than white

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

Cancer - adisease caused by abnormal
cells in a part of the body.

Cancer screening - Tests done by
health professionals to find out if
someone has cancer or not.
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Complex health - Living with a number
of health conditions that require high
levels of support.

Consistency and continuity of care -
Same care over time to be delivered in
different places.

Constipation - When you cannot poo.

Coroner - A person in charge of
looking into sudden, or suspicious
death.

Covid-19 — A virus with symptoms
similar to those of flu but more severe
and could cause death.
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Deprivation of Liberty Safeguards - Set
of rules to protect a person receiving
care.

Diabetes - A lifelong condition that
causes a person's blood sugar level to
become too high.

Do Not Attempt Cardiopulmonary
Resuscitation - If your heart or
breathing stops your healthcare team
will not try to restart it

Eligible — Meeting a set of rules.

End of Life planning - Plans to care and
support people who are in the last
months or years of their life
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Focused review - More detailed look at
someone’s care.

Health inequalities - Not being able to
access health and social care and
achieve the same result compared to
the general population.

Heart-related problems - When your
heart is not working as it should.

Initial review - This is the first check to
see if there is anything that can be
learned from the lives and deaths of
people.

Integrated Care systems - Health and
social care organisations coming
together to plan and deliver services
for the local communities.
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Framework

B

Intensive Support Team — A team that
provides mental health support for
people with a learning disability to keep
people at home instead of having to go
to hospital.

Joint learning disability and autism
framework - A joint health and care 4
year plan which describes how
organisations will work together to
iImprove health and care for people with
a learning disability and autistic people.

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

Mandatory training - Training that
someone has to undertake as part of
their job.
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Mild learning disability — May need
some support in a few of daily living
activities.

Median age — A way to calculate the
age distribution of a population.

Moderate learning disability - Needs
support in some activities of daily
living.

Oliver McGowan mandatory training -
Training to enable the health and social
care workforce to better support
people with a learning disability and
autistic people.

Priorities - Something that you do or
deal with first because it is more
important than other things.
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Profound/multiple learning disability -
Needs support in all activities of daily
living.

Reasonable adjustments - Changes to
services so they are easier to use by
people with a disability.

Review - To look into details about
something or someone.

Sepsis — Infection in the blood that can
cause death if not treated quickly.

Severe learning disability - Needs
support with almost all of daily
activities.
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Stroke — A serious life-threatening
medical condition that happens when
the blood supply to part of the brain is
cut off.

Vaccination - Injections given to
prevent diseases (immunisations).

Social Prescribing - Is about helping
people to stay healthy and feel well by
getting them involved in their
community.
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If you would like any further information on the work that is
happening in Suffolk please contact:

Alison Sadler
LeDeR Programme Local Area Contact (LAC)
Email: alison.sadler@ipswichandeastsuffolkccg.nhs.uk

Louise Forrest
LeDeR Programme Co-ordinator
Email: louise.forrest5@nhs.net

This document was translated into easy-read by Ace Anglia.

Website: www.aceanglia.com
Facebook: aceanglia

Twitter: @aceanglia

Email: info@aceanglia.com
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