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The LeDeR programme has continued to go from strength to strength throughout
2024/25. Coventry and Warwickshire continue to have been consistently ranked
among the top three systems nationally for achieving performance targets, reflecting
our deep commitment to improving outcomes for people with a learning disability and
autistic people.

Over the past year, the team has expanded to ensure that they can continue to
deliver high-quality, compassionate reviews and, crucially, translate the learning from
these reviews into meaningful and lasting change. Collaboration has been a
cornerstone of  the team’s work—particularly within the subgroups and focus groups,
as they tackle pneumonia, the leading cause of  death. The team are proud to be part
of  a new regional partnership with other LeDeR systems to address this issue
collectively.

Although encouraging progress has been made in increasing notifications for autistic
people and those from ethnic minority communities, there is still more to do. This
remains a key priority moving forward. With robust governance, a dedicated
infrastructure, and a united systemwide approach, I am confident in the ability to
meet these challenges and drive continued improvement.

This report reflects the shared efforts and dedication of  the LeDeR Governance
Group and Subgroup, whose strong oversight has supported the delivery of
reflective, high-quality reviews. It has been developed in partnership with experts by
experience, the voluntary sector, health and social care professionals, and wider
stakeholders—ensuring that a broad range of  voices and perspectives have shaped
our direction and learning.

I am proud of  the progress made so far and of  the continued commitment to building
on this work to ensure better lives and outcomes for all.
 



 Coventry and Warwickshire

The Learning from Lives and
Deaths ¯ People with a
Learning Disability and
Autistic People (LeDeR)
programme aims to improve
care and reduce health
inequalities for people with a
learning disability and autistic
people. Established in 2017,
LeDeR is a national service
improvement initiative
overseen by NHS England
and delivered locally 
by Integrated Care 
Systems (ICSs).

Background

The primary aims of the LeDeR programme are:
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In Coventry and Warwickshire, the LeDeR
programme is delivered through strong
collaboration between health and care
partners, public health, and the voluntary
and community sectors. Our shared goal
is to learn from the lives and deaths of
people    with a learning disability and
autistic people to drive meaningful
improvements in care, access, and
outcomes. 

According to the 2021 Census, Coventry
and Warwickshire had a combined
population of approximately 944,500.
Based on national prevalence rates, an
estimated 23,550 people in the area have
a learning disability, and approximately             

As of March 2025 there
were 4,936 people aged
14 and over on our GP

practices’ learning
disability register,

evidencing a growth of
124 from March 2024

9,420 are autistic. However, due 
to the absence of  a formal autism

register, the actual number of
autistic people may be higher.

Contents Process
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This is the seventh Coventry
and Warwickshire LeDeR
annual report. 

The report encompasses data and review
findings for reviews completed between 1
April 2024 - 31  March 2025.

st

st

Of these reviews:
4 were notified in 2022/23  
22 were notified in 2023/24  
28 were notified in 2024/25  

Key achievements
this year include:

•Strengthened local review processes
and multi-agency collaboration.

•Continued improvements in
timeliness and quality of reviews.

•Targeted work to address health
inequalities and access to annual
health checks.

•Increased engagement with people
with lived experience to inform
priorities.

This years report highlights learning from
reviews, whilst also identifying themes
and emerging trends. It also provides a
detailed account of the impact which local
LeDeR-led initiatives have had in
enhancing service provision and
improving outcomes for people with a
learning disability and autistic people.

The report sets out the local priorities for
2025/26. We will remain committed to
ensuring that the voices and experiences
of people with a learning disability and
autistic people are central to shaping care
across Coventry and Warwickshire. 

The Coventry and Warwickshire
LeDeR programme received 67
notifications of death between 1st
April 2024 and 31st March 2025.
There were 54 reviews completed
during this period,  28 focused reviews
and 26 initial reviews.

Executive Summary
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There has been an increased number of
notifications for people with an Autism
only diagnosis. 

       2                              in 2023/24 to 

       5     
                        in 2024/25    

 

Respiratory conditions
continue to be the
most common cause
of death for reviews
completed for people
with a learning
disability within this
reporting period.

The median age of death for notifications 
of people with a learning 
disability received within the 
reporting period was

for men 

and 

for women.

were graded as satisfactory
or above for quality of care 

and

were graded as satisfactory
or above for the
responsiveness of  the ICS’
services

Of our focused reviews:

89%

86%

The ‘Learning into Action’ section of  this
report highlights the sustainable quality
improvement projects that have happened
in Coventry & Warwickshire over the last
year. This work has been as a direct result
of  the learning and themes taken from
local LeDeR reviews, and aims to improve
the access to, experience, and outcomes
of  care for people with a learning disability
and autistic people.

The report highlights our priority areas for
2025/26 which can be found here.

39% of  completed reviews had pneumonia
recorded on the death certificate.

56.5

60.5

Contents Process



LeDeR Governance Group (LGG) remains
well-established, meeting monthly with
consistent attendance and strong
representation from across the health and
care system. This allows for oversight and
accountability of the LeDeR programme to
fulfil its aims. In 2024, the group was
further strengthened by the inclusion of
General Practitioner (GP) representation,
which has brought invaluable insights into
primary care elements of reviews. 

Our LeDeR Subgroup continues to provide
a focused forum for exploring recurring
themes, identified through reviews. In
2024/25, our thematic focus was on
pneumonia, leading to a system-wide
collaboration that resulted in the
development of a comprehensive
Pneumonia Information and Resource
Pack.  We are proud to not only have been
able to share this locally but also across
the country through NHS England LeDeR
collaboration.

We continue to produce and circulate the
LeDeR newsletter across the health and
social care system, sharing learning,
promoting awareness, and highlighting
useful resources. This remains an
essential tool in raising the profile of
LeDeR and ensuring the programme
remains visible and accessible to all.

The Coventry and Warwickshire LeDeR
programme remains fully compliant with
the national LeDeR policy and adheres to
a clearly defined Standard Operating
Procedure (SOP). This ensures consistent
governance, accountability, and quality in
the review process.

During 2024/25, the Coventry
and Warwickshire LeDeR
programme underwent a
significant restructure, to
strengthen its delivery and
long-term sustainability. As a
result, we now have a
substantive, dedicated team
in place, ensuring that
learning from reviews is not
only captured effectively but
also translated into
meaningful, system-wide
change.
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Our current LeDeR team includes:
•Administration Support
•Local Area Contact
•Senior Transformation Lead
•Senior Reviewer
•Two Reviewers

This enhanced structure enables a more
robust and efficient approach to both
individual reviews and wider thematic
learning.

Programme Update & Performance
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52%
of our completed reviews 
in 2024/25 were focused.

98%
of our 2024/25 reviews 
were completed within the
6 month timeframe. 

One of  our reviews was completed out of
the 6-month timeframe. This was due to
the reviewer receiving extra information
that the person had an autism only
diagnosis. The timing of  this meant they
had to be presented at LGG after the 6-
month time frame. 

Where possible we aim to take focused
reviews to LGG within 4 months of
notification. This means that if  there is a
delay following LGG review, this will not
impact on the 6-month review completion
target moving forward.

Contents Process
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This flow chart outlines the
LeDeR review process from
notification to completion. The
report will follow the flow of
the LeDeR process detailing 

2024/25 notification and
review data. 

By selecting each highlighted step, you
can access detailed information and view
this year's data related to the chosen
stage of  the process.

To be eligible for a
LeDeR review the
person must have had
a confirmed diagnosis
of autism or a learning
disability and be aged
18 or over at the time
of their death.

Out of  the 67 
notifications received, 
12 were identified as 
being out of  scope for 
a LeDeR review and were closed
accordingly. Those out of  scope were either
individuals who were identified as having a
learning difficulty rather than a learning
disability, or people without a confirmed
diagnosis of  autism. There has been an
increase in notifications that do not meet
the programme's criteria. This trend is most
likely due to the promotion of  the LeDeR
programme which includes the preference
to receive and review notifications, which
might not be in scope rather than risk cases
not being notified if  a referrer is unsure if
the case falls within the inclusion criteria.

LeDeR Process
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Notifications

Reporting a death to the
LeDeR platform is not a
mandatory process. A
diagnosis of a learning
disability or autism is not
required to be registered on
death certificates, therefore
the data in this report reflects
only  the notifications that
have been made to us. 

Anyone can report a death into the LeDeR
programme and the online form can be
found here. 

Between 1st April 2024 and 31st March
2025, Coventry and Warwickshire received
67 LeDeR notifications - 12 more than
in 2023/24 and 3 more than 2022/23.
Notably, we recorded the highest
number of autism-only referrals since
their inclusion in the programme in
2023. This increase is encouraging and
reflect the team¨s ongoing efforts to raise
awareness and promote referrals. We aim
to sustain and build on this progress in
2025/26 to continue to work towards a
more accurate reflection of  our population. 

Following changes to the Coroners and
Justice Act 2009, since September 2024
all non-coronial community deaths in
England and Wales have required
independent scrutiny by a Medical
Examiner Officer (MEO). In response to
this, we ensured that MEOs across
Coventry and Warwickshire were fully
informed about the LeDeR programme
and its notification process. 

The impact of  this proactive engagement is
clear: this year, MEOs are our second
highest source of  LeDeR notifications. The
team now have dedicated links into
mortality oversight groups in each acute
hospital, this will continue to strengthen the
relationship between MEOs and the LeDeR
programme.

We have streamlined our process to request  
health and social care notes allowing timely
access to accurate information. This
ensures notifications 
that meet the LeDeR 
criteria are allocated 
to a reviewer in a 
timely  manner.

notification remains from 2022/23
notifications remain from 2023/24
notifications were received in 2024/25
were confirmed out of scope
for people who had a Learning Disability
for people who had a Learning Disability & Autism

for people who had a diagnosis of  Autism only

 1
 5
67
12
44
6
5

Review process ends

Review does not meet 
criteria

Review
completed,
graded and

ratified within 
the team

Allocated to reviewer 
as an initial review

Notes reviewed.
Family, carers and

other relevant parties
contacted to be part of

the review 

Reviewer
identifies

reasons to
make review 

focused

Notification made to national platform

National team triage and send via platform to the local team

Notes triaged to ascertain if the notification meets LeDeR criteria

Notes requested from social care, primary care & learning disability 
service, also hospital notes if the person died in hospital

Notification received by Coventry and Warwickshire ICB LeDeR team

Feedback and copy of review given to family if they have requested this

Learning recorded and shared accordingly with relevant parties, assurance 
obtained that actions have been addressed

Review submitted by reviewer for ratification and sign off by Local Area Contact

Learning feeds into subgroup work and other relevant work streams across the ICS

Review presented at
LeDeR Governance
Group, actions and 

grading agreed

Allocated to reviewer 
as a focused review

Review completed
and ratified within the 

team

Notes reviewed.
Family, carers and

other relevant parties
contacted to be part of 

the review
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Age

Gender

 

Analysis of the 55 notifications that were in scope:
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Place Ethnicity 
People with a learning disability in the UK
face significantly shorter lives. As of  2020,
the average life expectancy was 79.3
years for men and 83.1 years for women.
In comparison, men with learning a
disability live 22 years less, and women
26 years less.

For the 50 death notifications for people
with a learning disability, ages ranged
from 19 to 82. The median age of death
was 56.5 for men and 60.5 for women -
both down from the previous year (63 and
62, respectively). The current figures
show the median age for men is now
slightly below national LeDeR data.

Most recent national estimates suggest
that of  those with a learning disability,
58% are male and 42% are female. In the
last National LeDeR Annual Report of
2022 the split of  reviews was 55% male to
45% female.

Of the 50 notifications for people with a
learning disability to LeDeR in 2024/25,
28 related to males and 22 to females.

When completing a LeDeR review, we
collect information about an individual’s
registered sex at birth and the gender an
individual identifies as, along with their
preferred pronouns. In the reviews
undertaken in 2024/25, all individuals
identified as their registered sex at birth.

Females

44%
Males

56%

Between April 2024 and March 2025, most
LeDeR notifications for people with a
learning disability in Coventry and
Warwickshire were for individuals of  White
British heritage (45 people). For the
second consecutive year, there was a
small increase in notifications for
people from minority ethnic
backgrounds (5 in total), including one
Asian, three Black African/Caribbean, one
White Irish.

While this increase is positive, it does not
yet reflect the diversity of  our population.
Due to low numbers, conclusions about the
impact of  ethnicity should be drawn with
caution.

Work has continued to better understand
the ethnicity of  individuals on the learning
disability register and to promote LeDeR
within diverse communities. 

In 2025/26, this will remain a priority. We
will continue to work across the ICS to
increase awareness of  learning disabilities,
autism, and LeDeR among
underrepresented groups, aiming for more
inclusive and representative engagement.

The median and most common age of
death in our dataset is 59 years, with a
noticeable increase in deaths between
ages 55–65. Only 10% of  people reached
the nation life expectancy of  80 years of
age. 

Of the 6 individuals who died under 30, 4
had life-limiting conditions, highlighting the
impact of  comorbidities in people with a
learning disability. In future reports, we will
place increased focus on exploring life
expectancy in relation to comorbidities
within this demographic. 

A particularly poignant case this year
involved an individual who exceeded their
predicted life expectancy by 12 years.
Although they died young by general
standards, they surpassed clinical
expectations and led a fulfilling and
meaningful life.

The map shows the
breakdown of  the 
2024/25 notifications
based on each of  the
four places in Coventry 
and Warwickshire for 
people with a learning 
disability.

As of  March 2025, 
there were 4,936
individuals aged 14+ 
on our GP learning 
disability registers.

When broken down into place, Coventry
makes up 41.3%, Rugby 9%, South
Warwickshire 23.9%, and Warwickshire
North 25.8%. There is no register of
people with Autism recorded nationally or
locally and so the true number of  people
with Autism in Coventry and Warwickshire
is not known.

We have seen a steep increase of
notifications from South Warwickshire.  
Notification sources within South
Warwickshire are largely from the MEOs.
We will monitor this over 2025/26 but
predict that with increased LeDeR
awareness amongst MEOs we hope to
see a rise of reporting in other areas too.

This year saw an increase in the
learning disability register of 124
people.

As a system it is recognised that even
though there is a year on year increase
for the learning disability primary care
register size, this is not proportionate to
the size increase of  the population, or
representative of  the estimate that 2% of
the population have a learning disability
and 1% of  the population are autistic.

42%

38%

14%

6%

Contents Process

Autism Only Notifications

The following analysis excludes autism
only notifications to allow direct
comparisons to previous local and national
data.

Learning Disability 
Notifications

In 2024/25, we received five notifications
for individuals with a diagnosis of  autism,
a positive increase from two in 2023/24. 

Of  these, three were male and two were
female. The median age of  death was 44,
with ages ranging from 20 to 51. Four
individuals were from South Warwickshire,
and one was from Warwickshire North.
Three identified as White British, one as
having mixed heritage, and one as Asian.

We will continue to monitor our data;
however, due to the small numbers, it is
difficult to draw definitive conclusions.



National Priorities:
These are criteria that, when met, will automatically trigger a focused review:

Notifications for individuals for people of  ethnic minority.
Notifications for individuals diagnosed with Autism.
Notifications where the cause of  death is attributed to COVID-19.
Notifications involving individuals who were under mental health restrictions in the past 5
years.
Notifications involving individuals known to the criminal justice system in the past 5 years.

Local Priorities:
These are set locally each year to help us explore local themes and trends that require
further work. For 2024/25 our criteria for a focused review was:

If  pneumonia was recorded anywhere on the death certificate.
If  the death was attributed to or caused by constipation.

Reason for Focused Review
For the second year, constipation and
pneumonia have been a local priority for
focused reviews.  

We have had no reviews completed where
constipation attributed to the cause of
death. Our constipation information and
resource pack has been shared widely
across the Integrated Care System and
with our care providers.  We are hopeful
that this pack and the growing awareness
of the implications that constipation can
have, played a role in the reduction of
constipation related deaths. Deaths due to
COVID are nil this year, which is also
reassuring.

 

Level of Learning Disability 
For the second year, the level of learning
disability is a mandated data field. As was
the case in the previous year, most initial
reviews were for people with a mild
learning disability. However, most focused
reviews were for people with a severe
learning disability, rather than moderate
which was the case for the previous year.

Learning Disability and Learning Disability
and Autism split are similar to last year,
however a  key achievement this year was
the completion of 2 reviews for individuals
with a diagnosis of autism only. This is a
notable improvement compared to the
previous year, where no such reviews
were completed. As our notification rate for
autism-only referrals has grown this year,
we anticipate that this trend will continue,
leading to more reviews being completed
in 2025/26.

Initial Focused

0 2 4 6 8 10

Mild
Moderate

Severe
Profound
Unknown

8
7

9
6

8
10

1
2

1

18

6 3

2

Pneumonia as the cause of  death

Ethnic minority review

Significant learning extract…

Autism only review

0 10 20 30 40 50

Autism Only

Learning Disability Only

Learning Disability & Autism

2
37

42
12

10
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Completed Reviews

Reviews are either completed as
an initial review or continued and
completed as a focused review.
Initial reviews are a high-level, general review
applied to all notifications. Even if the
notification is not escalated to a focused
review, the learning from initial reviews feeds
into broader system changes or thematic
improvements. The purpose is to assess
whether the notification needs more in-depth
scrutiny, and this review helps identify any
broader trends or patterns.

Focused reviews can be identified through the
above process, however some notifications
are automatically flagged as a focused review.
This is based on certain criteria which are
broken down into national priorities and local
priorities.

During the 2024/25 period, the Coventry
and Warwickshire LeDeR team
completed a total of 54 reviews. Of
these, 26 reviews were initial, and 28
reviews were focused reviews. This
represents a slight increase in the number
of focused reviews compared to the
previous year, which was expected in line
with our local priorities for this year. The
increase in reviews completed is
anticipated to continue throughout
2025/26, owing to our focused priority
areas and capacity  of the reviewing team. 

At the conclusion of the 2024/25 period,
12 reviews remained on hold. Reviews
may be placed on hold for various
reasons, including pending findings from
other investigations such as safeguarding
inquiries, police investigations, and
coroners' inquests. This practice ensures
that reviews are conducted with all
relevant information available.

Learning Disability and Autism Split 2023/24 V 2024/25

Contents Process

This chart shows the reason why reviews
were focused. One review was for
someone from an ethnic minority
background who also died from
pneumonia.

https://www.happyhealthylives.uk/download/clientfiles/files/58334_constipation-information-and-resource-pack---coventry-and-warwickshire.pdf
https://www.happyhealthylives.uk/download/clientfiles/files/58334_constipation-information-and-resource-pack---coventry-and-warwickshire.pdf


Place of death Cause of death
14 people died at home this year
compared to 15 last year.  This equates
to 36% of initial reviews and   21% of
focused reviews.

72% of people died in a hospital setting.
This is a further increase from the previous
two years (2023/24:69, 2022/23:67).

For the second year no-one died in a
hospice setting. 

The number of hospital deaths continues
to rise year on year.  We have agreed to
focus on end of life planning and the
recognition of the deteriorating patient as
part of our Subgroup work.  

We need to better understand an
individual's journey and  the end of life
planning they are involved with, to help
inform us of what extra support is required
to enable people to die in their place of
choice.

In Coventry & Warwickshire, the leading
causes of death in 2024/25 were
respiratory conditions, cancer, and sepsis.

Notably, there were no cardiac-related
deaths reported this year, which deviates
from both national and regional trends.
Respiratory causes of death, particularly
those related to pneumonia, continue to be
our leading cause of death, accounting for
41% of all reviews completed. This marks
the second consecutive year of a slight
decrease, down from 53% in 2022/23 and
47% in 2023/24.

This year, our Subgroup has taken a
proactive step in improving care by
developing a comprehensive local
Pneumonia Information and Resource
Pack. In parallel, we have joined forces
with four other LeDeR systems in a
regional research initiative, working
collaboratively to better understand the
causes of preventable pneumonia-related
deaths and drive meaningful, system-wide
change.

Deaths due to cancer have decreased to
11%, down from 12% in  2022/23 and 16%
last year.

Neurological causes of death have
accounted for the third highest cause of
death. This group contains seizures, brain
injury, cerebral oedema and other
neurological conditions. There is no one
common trend of neurological conditions
that can be addressed collectively.
 

Place of Death 
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Ethnicity
There were six focused reviews completed
in 2024/25 for people from an ethnic
minority. Due to the low number, we are
unable to draw upon key themes.
However, this is 
an improvement 
from the one
review that was 
completed last 
year.  

We will continue 
to promote 
LeDeR within
ethnic minority
populations and
gain a better
understanding of  the ethnic representation
on our learning disability registers.  We will
also continue to upskill our reviewers, to
ensure all preferences relating to culture,
religion, ethnicity and diversity  are
recognised within our reviews.

54
48 
 2
 2
 1
 1

reviews were completed in
2024/25

were for people who identified
as White British 

were for people who identified
as  Black African / Caribbean 

were for people who identified
as Asian

was for a person who identified
as White Irish

was for a person who identified
as mixed heritage

41% Respiratory 15% Neurology

11% Cancer

11% Sepsis

6% Urology

6% Frailty

4% Orga…

4% Dem…

4% Gastro

Cause of death for all completed
reviews during 2024/25:

Initial Review Focused Review

0 2 4 6 8 10

Usual Place Of  Residence

George Eliot Hospital

University Hospital Coventry and Warwickshire

South Warwickshire University Foundation Trust

Rugby St. Cross

Sepsis also accounted for 11% of deaths,
highlighting the ongoing importance of
close monitoring and potential for targeted
intervention.
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LeDeR Governance Group

During 2024/25 NHS England introduced a
new process for quarterly reporting.
LeDeR performance is now presented
quarterly to the Learning Disability and
Autism (LD/A) Board and bi-monthly to the
Quality, Safety and Experience Committee
(QSEC). Our quarterly reports can be
found here.

We have also established strong links with
mortality oversight groups within acute
hospital trusts. We attend their meetings
quarterly, ensuring that organisation
specific learning is shared directly with
organisations, along with systemwide
learning to encourage proactive
improvements and collaboration.
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Our LeDeR Governance
Group (LGG) has been in
place since April 2022 and
continues to provide robust
oversight and accountability
for the LeDeR programme.
The group has strong, senior-
level representation from
across the health and social
care system, with members
who have the authority to
drive and influence
meaningful change.

In 2024/25, the group was further
strengthened through the inclusion of
General Practitioner (GP) representation,
providing valuable insight into primary
care. We are also working to ensure that
representation is tailored to the specific 
focus of each review, enabling relevant
clinical areas to contribute to a holistic
oversight of reviews.

Governance
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Regular participation from a Grapevine
representative ensures the voices of
people with a learning disability and
autistic people are heard and
embedded in our discussions.

It has helped to ensure all areas are
covered comprehensively, allowing for
thorough discussion with the LGG and
minimising the need to gather further
information. The care for each review is
discussed and graded, SMART actions
are developed, 
and learning 
is captured, 
logged and 
actioned.

Each system-
wide partner also submits a biannual
report to the LGG. These reports
enhance the sharing of  learning and
best practice across the system and
include:

Summary of activity over the past
six months
Key learning from reviews
Actions completed
Planned activity and workstreams
Key issues, risks, and support
required

System-wide reporting from providers
into the LGG has significantly improved
collaboration, enabling shared learning
to be embedded more effectively across
services. This has supported the
implementation of  system-level actions
in response to LeDeR findings. One key
system that feeds into this reporting is
that the Child Death Overview                                                         
Panel (CDOP). As of  July 2023, child
deaths are no longer reported through
the LeDeR programme and instead
follow the national CDOP process. A 

The chart below outlines the governance
framework for the LeDeR Programme.

The LGG meets monthly, enabling timely
evaluation and monitoring of  the program's
focused reviews, which are presented to
the group. We have worked as a team to
modify our presentation template,
enhancing understanding of  and
engagement with complex reviews.

CDOP representative attends our
governance panel annually to share
insights from their process. We
acknowledge the importance of
maintaining oversight of  child deaths
within the LeDeR forum.

Additionally we attend the CDOP
meetings for every child with a learning
disability or autism. This ensures that
reviews consider a learning disability and
autism perspective while also informing
our work with the lessons learned from
these reviews.

Specific
Measurable
Achievable
Relevant
Time bound

 Quality, Safety & Experience 
Committee (QSEC)

Learning Disabilities &
Autism Board (LD/A Board)

Grapevine Focus 
Groups

LeDeR
Subgroup
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Pneumococcal vaccinations 
were given in

35%
of reviews.

We have seen a a 6% increase of the
pneumococcal vaccine administration from last
year.  We are hopeful that this in part may be due
to our Subgroup work around pneumonia and the
pneumococcal vaccine.  We will measure its impact
further over 2025/26.

Down Syndrome
For the second year, following on
from the Down Syndrome Act
2022,   we are reporting on deaths
where Down syndrome has been
diagnosed.

Of the 54 completed reviews in
2024/25, 7 people had a diagnosis
of Down syndrome.

These reviews highlighted the
median age of death was 60.

Vaccinations 

Screening
There were 82 opportunities for health
screening to be carried out and on 34
occasions a screening was
conducted.  Where screening was not
conducted in 9 cases, there was a
meaningful discussion between the
person, their carers and a clinician,
with documentation regarding the
decision not to conduct or the wish to
decline the  screening. This year we
have included  abdominal aortic
aneurysm (AAA) screening in our
figures.

 Cervical screening was completed 
for 5 /  19 people (26%) 
Breast screening was completed 
for 14 / 35 people (40%)

 Bowel screening was completed 
for 14 / 40 people (35%) 

Deaths due to respiratory issues
(3 due to 
pneumonia) were the highest
cause of death. 

All were vaccinated for flu and
COVID,  however only one had
received the pneumococcal
vaccination.

The LeDeR team will continue to
monitor trends from the deaths
where a person was diagnosed
with Down syndrome to help inform
future system work.

The prevalence of screening this year
has remained static for cervical, with
a slight increase of 2% for breast
screening, however we have
observed a reduction on the uptake of
bowel screening from 57%. We will
monitor this closely to ensure this is
not an ongoing trend and consider a
targeted approach to promotion.
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Focusing on cancer screening alone:

COVID vaccinations 
were given in

100%
of reviews

Flu vaccinations 
were given in

94%
of reviews 
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Initial Reviews Focused Reviews

92%

8%

76%

24%

84%

16%

Focused Reviews

4-6
85%

1-3
15%

4-6
89%

1-3
11%

4-6
85%

1-3
15%

4-6
86%

1-3
14%

The LeDeR policy requires local
LeDeR programmes to grade the
care the person received during a
focused review. Locally we also
grade the care quality of our initial
reviews, to enable us to further
monitor and track outcomes. 

Grading for focused reviews is agreed by
our LeDeR Governance Group, whereas
for the initial reviews this is decided by the
reviewer and signed off by the senior
reviewer and local area contact.

Quality of Care 

Responsiveness of ICS Services 

The pie charts below show what
percentage of reviews were graded 4 and
above, which indicates care was
satisfactory and did not impact on the
person’s death or wellbeing. 

Quality of care was graded a 4 or above in
85% of initial reviews and 89% of focused
reviews. Responsiveness of ICS services  
was graded a 4 or above in 85% of initial
reviews and 86% of focused reviews. 

Grading of care for the 26 initial reviews and
28 focused reviews completed is shown
above. Care gradings of 1 or 2, given by
reviewers, are discussed and finalised at our
LGG. Usually where care has fallen short of
expected good practice, the provider
organisation, local authority, or police have
already conducted an investigation. If this is
not the case, as part of action planning within
our LGG, a review by the local authority or
internally within the care provider, as
appropriate, would normally be initiated. 

One initial review received a care quality
grading of 1. The cause of death was due to
complications and post-operative delays. This
review was notified in 2022/23 and had been
on hold whilst the hospital conducted their
investigations. Once the LeDeR review was
completed, the hospital had already identified
key learning and had put actions into place to
a prevent a reoccurrence of the incident.

The highest grading of 6 was given on 8
occasions and in comparison to last year we
are seeing a general shift towards the higher
gradings.

1 - 3 4 - 6

1 - 3 4 - 6

Learning from the Lives and Deaths of People with a Learning Disability and Autistic People (LeDeR)  Annual Report 2024/25Coventry and Warwickshire

12

Initial Reviews

Grading of Care
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Grading Definition Initial Reviews Focused Reviews

6  Excellent care, exceeding expected good practice   
2 3

5  Good care, met expected good practice   
14 15

4  Satisfactory care, fell short of expected good practice in some area but did not significantly impact person’s well-being 
6 7

3  Care fell short of expected good practice and did impact on well-being and/or had the potential to contribute to the cause of death 
1 2

2  Care fell short of expected good practice and did impact on well-being and /or had the potential to contribute to the cause of death 
2 1

1  Care fell far short of expected goo practice and this contributed to the cause of death  
1 0

Grading Definition Initial Reviews Focused Reviews

6  Responsiveness of ICS services to the person’s needs was excellent and exceeded the expected standard  
1 2

5  Responsiveness of the ICS services to the person’s needs was good and met the expected standard   
15 12

4  
Responsiveness of the ICS services to the person’s needs fell short of the expected standard in some areas but this did not significantly impact on the person’s wellbeing 

6 10

3  Responsiveness of ICS services to the person’s needs fell short of the expected standard and this did impact on the person’s wellbeing but id not contribute to the cause of death 
2 3

2  
Responsiveness of the ICS services to the person’s needs fell short of the expected stand and this significantly impacted on the person’s wellbeing and/or had the potential to contribute to the cause of death

2 1

1  Responsiveness of the ICS services to the person’s needs fell far short of the expected standard and this contributed to the cause of death  
0 0

 Quality of the care the person received 

Responsiveness of ICS services 



When completing LeDeR reviews we often identify common themes – this can be both in
terms of areas for learning and best practice. These key themes will dovetail into our high
impact actions for 2025/26.

Learning from the Lives and Deaths of People with a Learning Disability and Autistic People (LeDeR) 

Thematic Findings

Best Practice

Good use of
reasonable
adjustments
 

We heard many times in our reviews this year that efforts had been
made to ensure people were getting the reasonable adjustments that
they needed. 
“He had a package of care that fully met his needs, direct payments
worked very well for him. There is evidence of reasonable
adjustments in all areas of care, including primary and hospital
care. All of his health needs were met in a timely and thorough
way.”

Good use of
care
packages
 

There were many incidents where good use of care packages in creative
ways allowed for people to receive the right care when they needed it
most. 
“This gentleman received excellent continuity of care in a bespoke
package that was delivered in his family home by the same carer for
20 years. His family were extremely happy with the care he
received.”

Good
examples of
holistic care
 

Lots of reviews demonstrated that holistic care is really valued in a
person’s care journey. We heard many times that there has been great
communications between teams, leaving patients and families feeling
reassured,
“ He was well supported with his needs, he had complex health
issues and there was good communication and coordination
between him, his family and carers, GP, hospital and the wider
social and health network. Regular reviews of his needs were done
with his views, and those of his family taken into consideration. ”
 

Exemplary
care from
care
providers

Time and time again we have heard about true dedication and high
standards of care from independent care providers.
“The care home went above and beyond, they also made it their
responsibility to ensure his mum was able to be there by his side.”

Learning

Reasonable
adjustments

Whilst some reviews highlighted excellent use of  reasonable
adjustments, others showed how an individual¨s experience of healthcare
can be severely impacted when reasonable adjustments are not made or
when they are applied as a blanket approach and not tailored to the
individual.
©Clinics were held on 2 sites and when he had to attend the 2nd site
he became distressed due to lack of familiarity and a different route
to get there. This person was sent to the unfamiliar clinic as they
had a quieter waiting room, which had been documented as a
reasonable adjustment. However this was presumed and had not
taken into account the person's preferences.·

Missed
opportunities
for
vaccinations

We saw many missed opportunities to vaccinate, especially relating to
the pneumococcal vaccine.
“The primary cause of death was pneumonia; however, he had not
received his pneumococcal vaccination. This is in line with NICE
guidelines, which recommend that a pneumococcal vaccination is
administered to adults over the age of 65 with long term health
conditions.”

Poor
communication
and planning of
care

Communication has also been highlighted as a positive area,  however
we also saw many times when a person’s care journey was hindered and
causing delays due to lack of clear communication and handovers with
other teams and the delayed use of the Mental Capacity Act.
"There were multiple admissions to hospital which led to a  
fragmented understanding of the patient’s journey and condition,
with poor communication between the hospital, the patient, and
their family."

Delays in using
the Mental
Capacity Act

In a few reviews we found delays were caused due to lack of
understanding of how to use the Mental Capacity Act and whose
responsibility it is to apply the act.

14
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As previously described,
thematic learning is derived
from both initial and focused
reviews. We recognised the
need for a collaborative
approach to implement the
changes required across the
entire system. 

In May 2023, our Subgroup was established
and has since gone from strength to
strength. Membership has grown and now
includes key stakeholders from across the
ICS, Grapevine, GP representatives, and
clinicians with a special interest in our focus
topics. In 2023 the first topic to address was
constipation, which led to  the production of
our Constipation 
Information and
Resource pack. 
Since its production 
we have shared 
this widely and 
during 2024/25 we 
have had no 
deaths notifications
where constipation
was attributed to the 
cause of  death.

During 2024/25, the topic addressed was
pneumonia, our leading cause of  death.
We analysed data from our reviews and
used this collaborative space to map
system-wide resources, identifying gaps in
both knowledge and provision.

In parallel with our Subgroup, our focus
groups, developed in collaboration with
Grapevine, have been vital in translating
learning into action. Key topics are
presented and discussed during these
sessions, each of  which has defined
objectives to ensure we gain clear insights
from our experts by experience. Their
perspectives are then reported back into
the Subgroup to ensure that all actions
reflect the voices of  those with lived
experience.

This integrated approach led to the
development of  our Pneumonia
Information and Resource Pack, which
includes easy-read documents on
pneumonia, 
aspiration 
pneumonia, and 
the pneumococcal 
vaccine. These 
documents were 
ratified by 
participants from
our focus groups, 
ensuring
accessibility and 
relevance. The 
pack is aimed for individuals with a
learning disability, carers, independent
care providers and clinicians. 

We are proud to have shared this resource
pack not only locally, but also with the
wider LeDeR community through regional
and national meetings, where it has been
very well received.

We have included a feedback form at the
end of  the pack to gather insights on how
it has been used. This will help us
evaluate the impact of  our work and
inform future developments.

As discussed earlier, during 2024/25 we
have seen a slight reduction in deaths
from pneumonia. We are hopeful that, with
the continued planned promotion of  our
resource pack, we will see further
reductions in pneumonia related deaths
over the coming year. In addition to this
work, we are actively participating in
regional research, and we feel confident
that we are making meaningful progress in
addressing this important issue.

Learning into Action
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For 2025/26 the topic of  our Subgroup is
healthy lifestyles and healthy weight.
Within our reviews the majority of  people
are either under or over weight. We also
see a lack of  provision in weighing
equipment for non weightbearing people
and a lack of  appropriate referral
pathways.  We are currently conducting the
scoping work and look forward to
presenting its results here next year. 

Our newsletter continues to be a valuable
platform for sharing our work across the
system and ensuring that LeDeR remains
at the forefront of  everyone’s agenda.
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We thank the family of  ‘Eileen’ for consenting to her story being shared.
Names have been changed to maintain anonymity.

Pen Portraits Eileen
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           Meet Eileen

Eileen was non-verbal but full of
personality. As a child, her excitement
sometimes triggered seizures, which
worried her mum. She moved into care as
a teen, but her family stayed close.

After developing Pica, Eileen was placed
in a small, supportive home where her
family felt she truly thrived. She couldn’t
speak but made her feelings known,
pushing people away or making noise
when unhappy.

Eileen loved to walk and was always on
the go. Even as dementia made her frailer,
her spark and spirit remained.
       

Family’s Voice

Our review heard from Eileen’s family.

Eileen’s family felt they weren’t fully
informed; phrases like “very poorly” didn’t
explain how serious things were.

They found staff  at the end of  Eileen’s life
lacking in sensitivity, both toward her and
the family.

Before her hip fracture, Eileen was well,
with few health issues and a good quality
of  life. The injury changed everything.

They believe the pain from her fracture left
Eileen frightened to walk again, even after
surgery.

Review findings

Our review highlighted a number of missed
opportunities

Acute trust missed opportunity to x-ray
hip which led to a hip fracture not being
recognised. Eileen’s baseline was not
explored with carers and family and
there was a lack of escalation.
Carers were not listened to by
community services.
Incorrect fluids documented which led
to aspiration.
Lack of  monitoring of  Eileen’s blood
sugars.
Poor care given at the end of  her life
which showed a lack of  respect.
It was not recognised that Eileen was
deteriorating and her wishes at the end
if  her life were not considered.

Review timeline Next Steps

We saw that both hospitals had addressed
their own missed opportunities individually
and we fed back to community services.

We however felt more was required. There
had been a lack of  understanding about
Eileen’s journey over the last 110 days of
her life.  

We requested a Joint Provider Review
Meeting to gain a systemwide approach
and response.

We have now used Eileen’s story for
learning across many different
workstreams including  Mortality Oversight
Groups, Patient Safety Incident Response
Framework (PSIRF) events, Learning
Disability and Autism Forums.  We hope
by sharing Eileen’s story we will improve
care for others. 



Our review highlighted: 

Consistent care from clinical teams
allowed great understanding of
Steve’s condition, needs and wishes.

As a child, doctors told Steve’s parents
he likely wouldn’t live far into his teens
due to his genetic condition. He went
on to almost double his life expectancy
and lived life to the full.

Steve’s family and professionals knew
him very well, they understood Steve’s
determination to live.  They also
respected his wishes not to want to
discuss death. In regards to the end of
his life, this was managed sensitively
around his wishes.

Learning from the Lives and Deaths of People with a Learning Disability and Autistic People (LeDeR)  Annual Report 2024/25Coventry and Warwickshire

We thank the family of  ‘Steve’ for consenting to his story being shared.
Names have been changed to maintain anonymity.

Pen Portraits Steve

Review findings Next Steps

Steve’s story reminds us that data doesn’t
always tell the full story. On paper, he
passed away long before the national
average life expectancy. But when you
look closer, you see a young man who
nearly doubled his expected lifespan, and
did so living a rich, fulfilling life.

Over the next year, the Coventry and
Warwickshire LeDeR team will not only
collect data on deaths, but also work to
better understand the context behind the
numbers, helping to give meaning to age
of death beyond statistics alone.

Meet Steve

Steve was a fun-loving, determined 26
year old young man with a huge heart and
a passion for music. 

Steve lived with a genetic condition that
caused progressive muscle weakness, but
he never let it define him. He lived fully,
knowing his time might be limited, always
grabbing opportunities with both hands.

Music was everything to him. He and his
brother went to festivals year after year,
and being in a wheelchair never stopped
him,  he was right there in the mosh pit
with everyone else. Through Make-A-
Wish, he met Rag’n’Bone Man, one of  his
heroes.

He was sharp and curious, and when his
first school didn’t challenge him enough,
he found one that did, a boarding school
for students in wheelchairs, where he
made lifelong friends and met his fiancée.
He later moved into his own adapted flat,
with plans to start the next chapter of  life
together with her this year.

Doctors once said Steve had the
determination of  an athlete, and they were
right. He faced every challenge with grit,
humour, and love. He made the most of
every day, and those who knew him will
never forget him.
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An Annual Health Check
(AHC) should be offered to
everyone on the GP learning
disability register aged 14 and
above. The NHS Long Term
Plan has maintained a
consistent ambition over the
past three years: for 75% of
individuals on learning
disability registers to routinely
receive an Annual Health
Check (AHC) by 2024/25.

In Coventry & Warwickshire in 2024/25, a
total of 3,943 AHCs were delivered,
resulting in an uptake of 80% and
exceeding the 75% target for the third
consecutive year, along with being the
highest ever number of AHCs delivered in
our region. When including the 473 people
that declined to have an AHC, this means
that 89.5% of people on the learning
disability register either had an AHC or
actively declined to have one. Therefore,
we did not reach 10.5% of the people on
this register (in 2023/24 this figure was
higher, at 13.7%). In 2024/25, 227 more
people received an AHC than in 2023/24. 

One of the key national aims is for local
systems to increase the size of their
learning disability register. In March 2025
this stood at 4,936, evidencing a growth of
124 from March 2024. 
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Health Action Plans (HAPs) should be
offered to every individual who receives an
AHC, as this details any actions that need
to take place as a result of  the AHC. The
completion rate of  HAPs in 2024/25 was
98.1%, a slight increase from 97.1% in
2023/24.

In recent years, Coventry and
Warwickshire has been one of  the top
performing regions out of  the 11 in the
Midlands, in terms of  the % growth of  our
learning disability register and for the
increase in the number of  AHCs being
delivered to our population.

As part of our LeDeR review activity, we
collect data as to whether the person
received an AHC in the year before they
died, as a high quality AHC is vital. 

From the reviews undertaken between
April 1  2024 - March 31  2025, there was
evidence of AHCs having been completed
within the year preceding the person’s
death in 87% of reviews, an increase when
compared to 76% in 2023/24 and 62% in
2022/23 recorded in last year’s report.

st st

Of those who did not receive an AHC, the
average care quality grading was 5,
meaning despite the lack of AHC, overall,
the individual received good quality care
that would be expected. This may be
because all those who did not have an
AHC did still have regular contact with their
GP. 

In 2024/25, the AHC delivery had stayed
above the set trajectory in each month
throughout the year.

The table below evidences the progress
and increase of  AHC delivery in our region
from 2021/22 through to 2024/25, along
with the increasing learning disability
register size. The number of  people
accessing an AHC each year has seen an
increase of  1,039 from 2021/22 through to
2024/25, with the learning disability
register size (of  people aged 14 and over)
seeing a growth of  576 during this period.

Annual Health Checks
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Accredited practices in 2024/25:
Alcester Health Centre
Castle Medical Centre 
Copsewood Medical Centre
Fenny Compton Surgery  
Forum Health Centre 
Henley Green Medical Centre 
Mansfield Medical Centre 
Moseley Avenue Surgery 
Old Mill Surgery 
Riversley Road Surgery 
Southam Surgery 
St Wulfstan Surgery
The Atherstone Surgery 
The Grange Medical Centre
Vale of Red Horse Healthcare Centre
Windmill Surgery 
Woodside Medical Centre 
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The first panel evaluation meeting took
place in April 2024. As of  March 31, 2025,
four panels have convened, assessing a
total of  23 applications from GP practices. 

The Learning Disability Friendly Badge
Accreditation Programme represents a
significant step forward in promoting
equitable healthcare access and
personalised care for individuals with a
Learning Disability. Through collaborative
efforts and a structured accreditation
process, the programme fosters an
environment where GP practices are
recognised and supported in their
commitment to inclusivity and excellence
in patient care.

Learning Disability Friendly Badge  
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every four months by a panel comprising
of  experts by experience and project
workers from Grapevine, representatives
from the ICB’s Primary Care Quality
Team, the LeDeR Programme, and the
Community Learning Disability Team.
Successful practices receive the Learning
Disability Friendly Badge, an accreditation
recognised by the Royal College of
General Practitioners (RCGP) and the
local Care Quality Commission (CQC) for
a period of  five years, after which a
reassessment is required. 

Developed collaboratively by the NHS
Coventry and Warwickshire Integrated
Care Board (ICB), the local charity
Grapevine, and a dedicated group of
General Practitioners (GPs),
the programme aims to 
address health inequalities
 by enhancing the quality 
of  care for individuals with
 a Learning  Disability 
across Coventry and 
Warwickshire.

The initiative originated in 
response to a notably low 
uptake of  annual health 
checks among individuals with a Learning
Disability in the region. Following a
successful collaborative campaign that
significantly increased the number of
annual health checks delivered,
stakeholders recognised the need for a
sustainable approach to maintain and
build upon this progress. Consequently,
the Learning Disability Friendly Badge was
conceived as a quality standard to
encourage and recognise GP practices
committed to providing inclusive and
personalised care. 

practices have successfully
received accreditation,
demonstrating their
commitment to providing
inclusive and high-quality care
for patients with a Learning
Disability.

the Learning Disability
Friendly Badge accreditation.
The application process
requires practices to
demonstrate and provide
evidence that they meet the
criteria.

Applications are reviewed 

A comprehensive criteria checklist was
developed by the project team, enabling
GP practices within the region to apply for

The name and logo associated with the
accreditation were created in close
collaboration with Grapevine’s experts by
experience, ensuring that the programme
reflects the perspectives and needs of
individuals with a Learning Disability.
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The Learning Disability
Friendly Badge was officially
launched in September 2023,
marking the culmination of  a
project initiated in 2021. 
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National High Impact Actions:

Reduce avoidable mortality in the 3 clinical priority areas,
respiratory, cardiovascular and cancer, for learning disability and
autism.

Focus on co-morbidities associated with premature death and
Advanced Care Planning including DNACPR / ReSPECT.

Assure and sustain performance ensuring LeDeR review
completion within 6-month KPI.

Improve the quality of  LeDeR reviews and actions from learning
and facilitate peer review opportunities.

Improve access and understanding of  the importance of  LeDeR
reviews, communicating with stakeholders to encourage
referrals. 

Improve accuracy of  Learning Disability Registers to support
continued improvements in data accuracy for thematic analysis.

In alignment with the national LeDeR
programme, the Coventry and Warwickshire
LeDeR team has integrated the 2024/25 high-
level impact actions into our quarterly reporting
framework. This strategic incorporation ensures
that these national priorities form the foundation
of our local initiatives, whilst also allowing us to
address region-specific objectives effectively.

Our 2024/25 Coventry & Warwickshire priorities, key actions and measurables:

The pages that follow break down the High Impact Actions and detail the work that we
have completed during 2024/25, the impact that we have seen, and the plans that we
have for 2025/26.

Assure and
Sustain
Performance 

Improve the
quality of LeDeR
reviews and
actions from
learning 

National Aim

 Reduce avoidable 
mortality in the 3 
clinical priority 
areas for 
Learning 
Disability and 
Autism 

Focus on 
co-morbidities 
associated with 
premature death 
and DNACPR/
ReSPECT

Improve access and
understanding of
the importance of
LeDeR reviews

Improve accuracy 
of Learning 
Disability 
Registers 

Coventry & Warwickshire Key Actions

• To explore trends and data for deaths where respiratory, 

Coventry and Warwickshire

Measurables

• Deaths
recorded

• Partake in peer review opportunities 

• Feedback learning from peer reviews into LeDeR team.

• Strengthen the quality of reviews by including allied health 
  professionals and primary care in the review process and 
  governance group

• Continue to promote LeDeR across all underserved 
communities 

• Continue to link in with other work programmes to help 
promote LeDeR

• Use gold standard GP practice to create tool kit for improving 
learning disability registers including list cleansing

• Use those accredited with the Learning Disability Friendly 
Badge to pilot tool kit 

• Continue to explore local population data

cardiovascular & cancer are the main cause

• To continue to support other work programmes to allow for the 
LD/A voice and their needs to be heard

• LeDeR Subgroup to explore and action what work is needed in 
these areas

• To explore local available data on the prevalence of co-
morbidities for people with a learning disability and autistic 
people in Coventry & Warwickshire e.g. epilepsy, obesity
and mental health

• To collect data on co-morbidities within our LeDeR reviews to 
notice any local trends and themes 

• Continue to link in with systemwide Advance Care Planning 
including DNACPR/ReSPECT work programmes 

• All reviews to be completed within 6 months
• At least 35% of completed reviews to be focused

• Avoidable 
deaths

• Reviews 
completed

• Focused
  reviews 
  completed

• Quality of 
reviews 

• Review data
• Local 

DNACPR/
ReSPECT 
audits 

• Ethnicity 
reporting

• Autism 
reporting

• Number on 
learning 
disability 
register 
measured per 
practice
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Our Response to National LeDeR Teams - High Impact Actions
This approach has enhanced our ability to
monitor progress, maintain accountability, and
align our efforts with both national directives and
local needs. We were pleased to present this
methodology at regional LeDeR meetings, where
it was recognised as an innovative means of
operationalising national actions within a local
context.
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Actions we have taken in 2024/25 Impact we have seen Plans for 2025/26
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Reduce avoidable mortality in the 3 clinical priority areas for Learning Disability and Autism

We will share our resource packs  and the health
and care passports through targeted
communications across the ICS.  We will also look
at targeted project to measure the effectiveness
of  the resource pack.

We will continue our collaborative work regionally
targeting reduction of  pneumonia deaths.

We will continue to feed our knowledge and
learning into other already established working
groups to enable systemwide improvements.

We will collaboratively raise the agenda of
STOMP, using our learning to drive meaningful
change.

Unfortunately, this year we have seen a decrease
in the uptake of  bowel screening.  We will feed
this into the relevant workstreams and we will also
monitor this closely to ensure we raise awareness
at every opportunity.

We will continue our work through Subgroup on
healthy lifestyles and weight management, as
these all impact life expectancy.

Our focused review topics of  diabetes and
epilepsy will also help shape work that is required
to understand and support these co-morbidities.

During 2024/25 we have seen a
decrease in the number of
deaths from pneumonia.

During 2024/25 we have seen a
decrease in the number of
deaths from cancer.

We have seen a maintenance in
the number of  people who have
died that have received cervical
screening and a rise in breast
screening.

Subgroup work has focused on Coventry and Warwickshire's leading
cause of  death, pneumonia and aspiration pneumonia. Our
Pneumonia Information and Resource Pack was completed and has
been shared widely. 

Coventry and Warwickshire have joined with four other systems across
the Midlands to complete thematical analysis around pneumonia. The
plan is to continue with this work to address this important topic from a
regional perspective.

We have reached out to CWPT pharmacy leads to discuss the wider
STOMP/LeDeR agenda and collaborative work is about to commence.

Systemwide work has continued in line with the new NHSE guidelines
for health and care passports. The new version of  the health and care
passport has been launched by CWPT. This is now being shared
across the system.

Our Subgroup is currently focusing on the topic of  healthy lifestyles
and healthy weight. In our reviews we see that the majority of  people
are either over or underweight. We recognise this feeds into all three
main causes of  death.
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During 2024/25 we have laid
strong foundations to target
local issues and  the national
high impact actions.  We have
seen improvements in many
areas, but  have identified
areas that require further
action.

Our local priorities for focused reviews
during 2025/26 will be:

Deaths where pneumonia is stated on
any part of  the death certificate.
Reviews where the person has a
diagnosis of  type 1 or type 2 diabetes.
Reviews where the person has a
diagnosis of  epilepsy.

Our overarching priorities that are in line
with the national high impact actions are
detailed in this table.

 

 

 

Priorities for 2025/26
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This report presents the
findings from reviews of  the
deaths of  people with a
learning disability and autistic
people across Coventry and
Warwickshire, as notified to
the LeDeR programme and
completed between 1st April
2024 and 31st March 2025.

We are proud to consistently meet national
targets and be recognised as one of  the
highest-performing LeDeR teams in the
country. This achievement is a testament to
the dedication, skill, and sustainability of
our workforce, whose continued efforts
drive quality and improvement across the
system.

The LeDeR Subgroup has created a much-
needed space to focus on key themes
emerging from our reviews. This has
enabled successful system-wide
collaboration and the development of
targeted, impactful actions that directly
address identified learning.

Our ongoing partnership with experts by
experience remains central to this
progress. Their lived experience, insight,
and co-production ensure that the voice of
people with a learning disability and autistic
people stays at the core of  our work,
shaping actions that truly reflect the needs
of  those we serve.

Conclusion and Next Steps
Coventry and Warwickshire remain deeply
committed to learning from every review,
translating insight into action, and driving
real change. This report is intended not
only to reflect on progress, but to inspire
continued involvement, ownership, and
collaboration across the entire local
system.

Looking ahead, we will continue to:
Embed learning into practice across all
partner organisations.
Strengthen co-production, ensuring
people with lived experience remain at
the centre of  everything we do.
Expand our focus on prevention and
early intervention.
Work creatively, collaborating with the
wider system to reach under
represented members of  our
community.
Fine tune our data collection  and
insights to drive meaningful change.

Our commitment remains clear: to honour
every life, listen deeply, and work
collectively to reduce inequalities, shaping
a more inclusive future for people with a
learning disability and autistic people in
Coventry and Warwickshire.

 Reduce avoidable
mortality in the three

clinical priority areas for
people with Learning

Disabilities and Autism:
cancer, respiratory

conditions, and
cardiovascular disease.  

Focus on co-morbidities 
associated with premature

death 
and DNACPR/ ReSPECT

Assure and Sustain
Performance 

Improve the quality of
LeDeR reviews and

actions from learning 

Improve access and
understanding of the
importance of LeDeR

reviews

Improve accuracy of
Learning Disability

Registers 
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AHC

CDOP

CWPT

DNACPR

EBE

GEH

ICB

ICS

LD

LD/A

LGG

MCA

PEoLC

ReSPECT

SMART Actions

SOP

SUDEP

SWUFT

UHCW

Annual Health Check

Child Death Overview Panel

Coventry & Warwickshire Partnership Trust

Do Not Attempt Cardiopulmonary Resuscitation

Expert by Experience

George Eliot Hospital

Integrated Care Board

Integrated Care System

Learning Disability

Learning Disability and Autistic People

LeDeR Governance Group

Mental Capacity Act

Palliative and End of Life Care

Recommended Summary Plan for Emergency Care and Treatment

Creating actions that are Specific, Measurable, Achievable, Realistic, Timed

Standard Operating Procedure

Sudden Unexpected Death in Epilepsy

South Warwickshire University Foundation Trust

University Hospitals Coventry & Warwickshire
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NHS England » Stopping over medication of people
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58334_constipation-information-and-resource-pack--
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Health and Care of People with Learning Disabilities,
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Pneumonia Information and Resource Pack

GP General Practitioner

Pica

PSIRF

An eating disorder in which a person eats things not usually considered food

Patient Safety Incident Response Framework
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