
 

Official 

  

 

 

 

 

 

Learning from lives and deaths: 
People with a learning disability 

and autistic people 

 

Mortality review (LeDer) Annual report 2024/2025  

 

Incorporating the Boroughs of:  
Croydon, Kingston, Merton, Richmond,  

Sutton, and Wandsworth 

 

 

 

Authors: NHS South West London ICB LeDeR Team 

 

  



 

2 

 

Official 

Contents 

Introduction  ........................................................................................................................ 3 
Executive Summary ............................................................................................................ 3 

1. What is LeDeR and why is it important?  ................................................................... 5 
2. Acknowledging the People Behind the Reviews ........................................................ 5 
3. NHS South West London ICB LeDeR Team and Partners in South West London  .... 5 
4. LeDeR Team Priorities 2023/24................................................................................. 6 

4.1 Aspiration Pneumonia ........................................................................................ 6 
4.2 Place of Death ................................................................................................... 7 
4.3 Increasing Notifications of Deaths of Autistic People ......................................... 7 

5. Local LeDeR Steering Groups  .................................................................................. 7 
6. Governance    ............................................................................................................ 8 

6.1 Quality Assurance Panel .................................................................................... 8 
6.2 Safeguarding Adults Boards .............................................................................. 8 
6.3 ICB system wide learning and reporting ............................................................. 8 
6.4 Local LeDeR Borough Reports .......................................................................... 8 

7. Local and National LeDer Process ............................................................................ 8 
8. Notifications and completed reviews .......................................................................... 9 
9. About the people who died ...................................................................................... 10 

9.1 Age .................................................................................................................. 10 
9.2 Gender ............................................................................................................ 11 
9.3 Ethnicity ........................................................................................................... 11 
9.4 Place of death .................................................................................................. 12 
9.5 Cause of death ................................................................................................ 13 
9.6 Annual Health Checks (AHC) ........................................................................... 13 
9.7 Mental Capacity Decisions  .............................................................................. 14 
9.8 Grading of Care  .............................................................................................. 14 

10. Themes From LeDeR Reviews ............................................................................ 15 
10.1 Positive Practice Identified Through LeDeR Reviews ...................................... 15 
10.2 Case study: Gill................................................................................................ 16 

11. Learning identified from Reviews ......................................................................... 17 
11.1 System-wide Learning ..................................................................................... 17 
11.2 Operational/Local Learning and Learning into Actions ..................................... 17 
11.3 Case study: John ............................................................................................. 18 

12. Ongoing Commitment and System-wide Collaboration ........................................ 19 
13. Appendix One ...................................................................................................... 21 
14. Appendix Two ...................................................................................................... 22 

 

  



 

3 

 

Official 

Introduction  

This is the fifth annual Learning Disability Mortality Review (LeDeR) report for the NHS 
South West London Integrated Care Board (ICB). The ICB, together with all partner 
organisations and commissioned services, remains committed to working collaboratively to 
make a meaningful difference - learning from each other to prevent premature mortality and 
improve the health and lives of people with a learning disability and autistic people. 

The purpose of this report is to share and summarise key findings from LeDeR reviews, 
highlight the learning identified, and outline actions being taken to improve practice and 
reduce health inequalities. It provides an overview of the number of reported deaths, 
demographics, and causes of death across the six South West London boroughs: Croydon, 
Kingston, Merton, Richmond, Sutton, and Wandsworth. Importantly, it captures examples of 
positive practice and illustrates how learning from reviews has been translated into changes 
in care. The LeDeR programme plays a vital role in maintaining a continued focus on people 
with a learning disability and /or autism and ensures their needs remain a priority within the 
health agenda.  

Executive Summary 

The NHS South West London ICB LeDeR team completed 58 LeDeR reviews out of 95 
notifications received in 2024/25. Data indicates an increase in Annual Health Checks and 
an improvement in the quality of care compared to the previous year.  

Key themes from reviews include evidence of effective reasonable adjustments and 
dedicated support from learning disability teams leading to timely interventions and improved 
health outcomes. Key learnings for the wider health and care systems include that, for the 
third consecutive year, respiratory disease remains the leading cause of death, while 
reporting of autism-related deaths continues to be low. Learning for local providers, along 
with operational insights, was shared at local steering groups to inform actions and support 
continuous improvement.  

For 2025/26, the NHS South West London ICB LeDeR Team will focus on a smaller number 
of priorities, centred on the timely completion of reviews and the establishment of a new 
integrated South West London LeDeR Steering Group representing all boroughs, where 
learning and actions will be recorded and monitored. In March 2025 the government 
released the ICB Blueprint, we are awaiting national guidance and local decisions as to how 
this may impact on the future of the LeDeR programme for South West London. 
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1. What is LeDeR and why is it important?  

The Learning Disabilities Mortality Review Programme (LeDeR) was established in 2016 to 
contribute to improvements in the quality of health and social care for people with a learning 
disability in England. LeDeR shows that people with a learning disability and autistic people 
die earlier on average than other people, and do not always receive the same quality of 
care.  

All deaths of people with a learning disability over the age of four years are subject to a 
review and in January 2022 NHSE introduced LeDeR reviews for autistic people who do not 
have a learning disability. The LeDeR programme is now referred to as “Learning From lives 
and deaths. People with a learning disability and autistic people.”  

LeDeR is not an investigation process into the deaths of people, rather a service 
improvement programme with its purpose to review the care and treatment of people prior to 
and during the last phase of life. It acknowledges and promotes good practice, as well as 
highlighting areas where there have been issues and where care could have been better, to 
give recommendations on how these issues can be improved.  

 

2. Acknowledging the People Behind the Reviews 

It is vital to remember that each LeDeR notification represents the loss of a real person. We 
would like to acknowledge and thank the family members, friends, health and social care 
staff, and many others who have contributed to LeDeR reviews by sharing their experiences 
of the life and death of a loved one or someone in their care. 

These individuals are central to helping us understand who the person was — not just how 
they died, but how they lived. This is often captured through a pen portrait, a personal and 
detailed description that highlights what mattered most to the individual: their likes, dislikes, 
routines, relationships, and values. 

We are committed to ensuring that the voices of people with a learning disability, their 
families, and carers remain at the heart of our work—shaping how we learn, respond, and 
improve the care and support provided across South West London. 

 

3. NHS South West London ICB LeDeR Team and Partners in 
South West London  

The LeDeR policy recommends that each ICS sets up a team of dedicated reviewers and 
has a Local Area Contact to focus on conducting thorough reviews, ensuring all reviews are 
completed in a timely manner and that all learning and good practice that is identified from 
reviews is shared across the whole ICB as well as being shared with the national LeDeR 
team.  

Since April 2024, NHS South West London ICB has established a dedicated, full-time 
LeDeR team responsible for undertaking reviews. The governance structure of the South 
West London LeDeR program places overall strategic responsibility with the Chief Nurse and 

https://www.england.nhs.uk/wp-content/uploads/2021/03/B0428-LeDeR-policy-2021.pdf
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Director of Quality, while day-to-day operational management is delegated to the Local Area 
Contact (LAC). 

LeDeR reviews are carried out by the LeDeR Manager and LeDeR Officer. However, 
recruitment challenges over the past year have impacted the timely completion of reviews. 
As a result, the team's current priority has been to address the backlog and ensure reviews 
are completed as efficiently as possible. To support this, experienced bank reviewers have 
undertaken reviews during periods when the LeDeR Officer post was vacant. Additionally, 
since April 2024, the team has received part-time administrative support from a 
Safeguarding Administrator.  

 

 

4. LeDeR Team Priorities 2023/24 

In April 2024, the LeDeR team identified three key priorities for the year ahead. Although 
progress has been slower than expected due to staffing challenges, initial steps have been 
taken to begin addressing these areas. 

4.1 Aspiration Pneumonia 

Aspiration pneumonia remains the leading cause of death for people with a learning 
disability and/or autism in South West London, accounting for 26% of deaths in 2023/24. 

• The issue has been raised at local LeDeR steering groups and with Speech and 
Language Therapy (SALT) partners. 

• However, a deeper analysis of these deaths has not yet been undertaken. 
• One borough is actively reviewing the issue and exploring the commissioning of a 

new respiratory pathway, using LeDeR findings as supporting evidence. 
 

Chief Nurse

Director of 
Quality

Designate Nurse 
Safeguarding Adults 

(Kingston)

LeDeR Manager

Vacant
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4.2 Place of Death 

In 2023/24, 35 out of 66 deaths of people with a learning disability in South West London 
occurred outside of hospital, meaning the majority died in hospital. While hospital may have 
been an appropriate setting in many cases, a piece of work is planned to understand 
whether individuals were able to die in their preferred place of death (PPD). 

• New national Advance Care Planning pathways have been shared at local LeDeR 
steering groups. 

• Recording of Preferred Place of Death (PPD) and Universal Care Plans (UCP) has 
commenced. 

• Engagement has taken place with a local hospice to understand current practice and 
share work 

4.3 Increasing Notifications of Deaths of Autistic People 

In 2023/24, only three deaths of individuals with a diagnosis of autism were notified in South 
West London. It is believed that this low number reflects limited awareness around the 
requirement to report deaths within this group as well an under diagnosis especially amongst 
older adults. 

• NHS South West London ICB Learning Disability and Autism commissioners wrote 
to all GP surgeries to highlight the importance of notifying deaths of autistic people. 

• Local boroughs promoted this message via their internal intranet platforms. 

• Local mental health providers have been invited to attend LeDeR steering groups to 
support wider engagement and awareness 

 

5. Local LeDeR Steering Groups  

There are three local LeDeR steering groups within South West London, Kingston & 
Richmond, Croydon and Merton, Sutton, and Wandsworth. The main purpose of the steering 
group is to ensure any delays of progressing a review are addressed, to consider local 
recommendations from local reviews and turn learning into plans of action.  

These steering groups meet quarterly to consider local reviews and recommendations and 
support work streams to turn actions into learning. Representation includes people with a 
learning disability, family and carers, health and social care representatives and 
representatives from community and acute trusts, voluntary organisations, and GPs. 
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6. Governance    

6.1 Quality Assurance Panel 

A New Quality Assurance Panel was recently established with a multi professional 
membership from health and social care agencies across SW London. Its purpose is to 
quality check completed focused reviews and ensure accuracy of clinical information being 
recorded in the reviews before they are presented at local steering groups.  

6.2 Safeguarding Adults Boards  

In the South West London area, the LeDeR programme is taken to be part of the overall 
safeguarding agenda. Each safeguarding adult’s board receives an update from the LAC on 
the progress of reviews and updates on any work streams as part of the learning into action. 
The programme is always vigilant to ensure that if safeguarding concerns are identified that 
the appropriate type of review is undertaken. This could include the review being undertaken 
as a Safeguarding Adult Review rather than a LeDeR review.  

6.3 ICB system wide learning and reporting 

Learning, emerging issues, and examples of positive practice identified through LeDeR 
reviews are reported quarterly to local Place Committees and high-level ICB governance 
boards and committees. This includes the Quality and Performance Oversight Group 
(QPOG), which reviews and approves the Annual LeDeR Report for publication.  

6.4 Local LeDeR Borough Reports 

For the first time, the LeDeR Team produced individual borough-level reports, highlighting 
key data and learning specific to each area. These reports were widely shared across the 
local health and care system to support targeted improvement and local accountability. 

 

7. Local and National LeDer Process 

NHS England have set up a web-based platform for reporting deaths. This platform allows 
anyone; family friends, members of the public or people from health and social care 
organisations to report on the death of a person with a learning disability and/or a person 
with autism. View the Learning from Lives and Deaths online platform for reporting and for 
information.  

This platform is accessible to South West London LeDeR Team who allocate and monitor 
reviews. The team have set up a database to capture review data and learning. The 
reviewer will carry out an initial review using the new web platform to guide them through the 
process - there are two types of review for the LeDeR programme, “Initial” and 
“Focused. See Appendix One 

The South West  London LeDeR Team also links, via monthly meetings, to the regional 
London LeDeR Network where National updates and learning is shared. The LeDer 
manager helps chair the National LeDeR “community of practice” to again share good 
practice across the country.  

https://leder.nhs.uk/
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8. Notifications and completed reviews 

In 2024/25, LeDeR reviews were undertaken by the newly established South West London 
LeDeR team. However, ongoing recruitment challenges led to the use of bank staff 
reviewers during parts of the year to help ensure reviews were completed in a timely 
manner. 

As of 1st April 2024, there were 51 outstanding LeDeR reviews from the 2023/24 financial 
year. A backlog remains, and a number of these reviews are not expected to be completed 
within the allocated KPI timeframe. As a result, LeDeR and the review backlog have been 
added to the NHS South West London ICB Risk Register. 

There were 95 death notifications of people with a learning disability or autism reported to 
South West London via the LeDeR Platform, for the financial year 2023/24. This is a 
difference to the previous year when there were 88 notifications.  

 

The report will focus on the 58 completed reviews during 2024/2025 and will examine the 
demographics, learning and good practice. 

Table: Number of deaths in South West London Year 2024/25 

 

There are currently four LeDeR reviews on hold – awaiting coroners investigations and 
reports, which is in accordance with the LeDer Policy.  

Locality Autism LD LD & Autism Total Total % 

Croydon  22 7 29 50% 

Kingston 1 3 3 7 12% 

Merton  4 1 5 9% 

Richmond  3 1 4 7% 

Sutton  6 4 10 17% 

Wandsworth  1 2 3 5% 

Total 1 39 18 58  

% 2% 67% 31%   
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9. About the people who died 

9.1 Age 

This chart shows the average age of death of those that died as 60 years of age, and the 
comparison of age of deaths since 2018/19. National LeDeR data shows the average age of 
death is 62.9. By contrast, the average age of death among the general population is 81 
years and ten months so we can conclude that people with a learning disability in South 
West London have a shorter life expectancy than the general population.  

Table: The Average age of deaths in South West London  

Year 2019/20 2020/21 2021/22 2022/23 2023/24 2024/25  

Mean 
age 

58.4 

 

57 54.8 62 61 60 

This chart below shows the age range of deaths for people with a learning disability and or 
autism in South West London. The majority of people, 45 %, are dying over the age of 65, 
suggesting that in 2024/25 people with a learning disability in South West London are living 
longer. 
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9.2 Gender  

 

The gender of people who died, in South West London LeDeR reviews shows that 59% of 
deaths were women and 41% were men. This is in contrast to the last two years when the 
majority of deaths were of women and reflect more the national Annual Leder report which 
states that 55% of reported deaths were men. There were no notifications of people who 
identified themselves as non-binary. 

9.3 Ethnicity 

The graph below shows a break down on the ethnicity of people who have died and reported 
to the LeDeR platform for South West London. The highest number of notifications reported 
were 79% from a White British background this figure is higher than 2023/24, which was 
73%. The reporting of deaths of people from Black and all ethnic groups combined is much 
lower than deaths reported on for white people. Considering the diversity within South West 
London it is an area that needs to be monitored. 

41%, n= 24

59%, n= 34

The Gender of those that died in South West London 
Year 2024/25

Female Male
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9.4 Place of death   

National LeDeR data indicates that 57% of deaths occurred in hospital. This figure is 
mirrored in South West London, where 57% of people with a learning disability and/or autism 
also died in hospital, while 40% died in their usual place of residence. These figures are 
consistent with the data from 2023/24. 

While hospital may have been the appropriate setting in many cases, the LeDeR team is 
now collecting information on Preferred Place of Death (PPD) and Universal Care Plans 
(UCP) to gain a better understanding of advance care planning across South West London. 
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9.5 Cause of death  

The most common cause of death in South West London for 24 % (n=14) of people with a 
learning disability and autism is Pneumonia, as recorded in part 1a of the death certificate 
(properly, the Medical Certificate of Cause of Death, MCCD). Aspiration Pneumonia 12%, 
Sepsis 10% and IHD 9%  

Respiratory disease This has been a leading cause of death for previous years in SW 
London. This compares national LeDeR figures where 17% of deaths were related to 
respiratory disease and 8.44% of these due to Aspiration Pneumonia. National LeDeR 
Figures show circulatory disease is the main cause of death and Ischemic Heart Disease 
being the most common condition within these deaths.  

9.6 Annual Health Checks (AHC) 

Annual Health Checks (AHC) are available to anyone over the age of fourteen who is 
identified on their GP’s learning disability register. Evidence suggests that providing health 
checks to people with learning disabilities in primary care is effective in identifying previously 
unrecognised health needs, including those associated with life-threatening illnesses. The 
NHS Long Term Plan set an ambition that at least 75% of people aged 14 + with a learning 
disability will have received an AHC. 

Table: Annual Health Checks Year 2024/25 

Locality Yes No Total 

Croydon 25 4 29 

Kingston 6 1 7 

Merton 5  5 

Richmond 4  4 

Sutton 10  10 

Wandsworth 3  3 

Grand Total 53 5 58 

National LeDeR figures show that 72 % of people had an Annual Health Check. SW London 
achieved above the National average, as 91% of people had an AHC. This figure is higher 
than last year within SW London when 80% of people with a learning disability had an AHC. 

91%, n=53

9%, n=5

The percentage (%) of reviews that had an 
Annual Health Check in place

Yes No
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9.7 Mental Capacity Decisions  

The Confidential Inquiry into premature deaths of people with learning disabilities (CIPOLD, 
2013) found poor adherence to the Mental Capacity Act 2005 in particular regarding 
assessments of capacity and the process of making ‘Best Interest decisions. National 
LeDeR reviews report that 79% of people had a mental capacity decision documented. 
South West London reviews show a higher number with 83% (n=48) of people who needed 
an MCA had one.  

 

9.8 Grading of Care  

At the end of a focused review, reviewers are required to grade the care the person 
received. Care is graded on a scale of 1-6 where one represents poor care and six 
represents excellent care. Health and social care has been reviewed on the below two 
aspects. 

• Quality of care the person received  

• Availability and effectiveness of services the person received  

Some of the reasons for the low grading of care are reflected in the learning identified from 
the reviews. 

Yes No

% 83% 17%

Count 48 10

0%

20%

40%
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80%

100%

The percentage (%) of cases in Year 2024/25 with 
Mental Capacity Assessment in place
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10. Themes From LeDeR Reviews  

10.1 Positive Practice Identified Through LeDeR Reviews 

• Comprehensive Annual Health Checks were carried out, followed by detailed and 
personalised Health Action Plans, supporting proactive health management. 

• Effective Reasonable Adjustments were implemented across both acute and 
primary care settings, ensuring equitable access to health and social care for people 
with a learning disability and/or autism. 

• Dedicated Support from Learning Disability Teams and Nurses – both 
community and hospital-based – was frequently cited. These professionals were 
recognised for going above and beyond, leading to timely interventions and 
improved health outcomes. 

• End-of-Life Care Planning involved early and sensitive discussions about advance 
care planning. Support from local hospices ensured that care aligned with the 
individual's wishes, including respect for their preferred place of care and death. 
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Feedback from family members and friends regarding positive care received  

“The acute learning disability nurses’ support was reported as ‘fabulous.’ (The keyworker 
reported that every hospital in the country should have an X (referring to acute LD nurse by 
name)” 

“The relative shared that the hospice support was a ‘lifeline’ and if it had not been in place 
they would have struggled” 

“Her support worker was invaluable and a great advocate for her, also managing behaviour, 
a familiar voice that she trusted and listened to, who would attend "consultations as 
necessary” 

“The family advised that she was enabled to remain at home for end-of-life care. She was 
supported by hospice at home, formal carers, and her family and passed away peacefully at 
home (which is something she would have wanted” 

“The NOK felt she thrived, in the care home and the care was excellent” 

 

10.2 Case study: Gill 

Gill lived with her family all her life and had a moderate learning disability, and Type 2 
diabetes controlled with insulin. Gill attended a ‘special needs’ school and following this 
attended a day centre, which she referred to as "Work,". She enjoyed looking at and 
arranging puzzle pieces on her table and enjoyed listening to music, watching music videos, 
and when able would put on the radio herself and listen and dance to the songs. In the past 
MENCAP had been involved taking her out into the community for a short period. 

The community nursing team were flexible; they visited daily but would sometimes have to 
return as she may not be in when they attended. This ensured she was still able to go out 
daily without being restricted to timed visits by the teams.  

Regular AHC showed that her kidney function was deteriorating, and plans were in place for 
dialysis and a visit to the unit, so she could spend time there before treatment commenced 
ensuring she would be familiar with his treatment plan. Her capacity and understanding of 
her health and social care needs were explored and documented. she was given easy to 
understand information leaflets including pictures to support her decision making (examples 
included aspiration pneumonia, pain, PIC line). The acute LD and renal teams shared links 
to hospital passports for LD patients and their support networks. 

She was admitted to the hospital and treated for aspiration pneumonia when she had an NG 
nasogastric feeding tube placed to support nutrition, later removed, and she was being risk-
fed following the SALT speech and language therapist's assessment. MCA and best interest 
meetings were held with the multidisciplinary team and her family. Treatment escalation 
plans were discussed and agreed that she would be on oral antibiotics at home to avoid 
further hospital admissions. UCP universal care plan was discussed, and the hospice and 
community nurses would support care at home. She was discharged home on with palliative 
end-of-life medications.  
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She was seen by the GP with the palliative care hospice nurse, her health was deteriorating, 
and she was drowsy and unable to eat or drink, comfort was being prioritised, as she was 
approaching the end of life, She died with her family by her side.  

LeDeR found that Gill consistently received regular health and social care reviews, with her 
support being personalised, well-coordinated, and empowering. Her end-of-life care was 
delivered with dignity and respect. 

(This case study was developed based on a compilation of multiple reviews in order to 
ensure confidentiality) 

 

11. Learning identified from Reviews 

11.1 System-wide Learning 

• Pneumonia and Aspiration Pneumonia the most common causes of death for the last 
two years.  

• Autism LeDeR Review reporting remains low.  

• Challenging to find nursing home placements for people with a learning disability that 
have the appropriate facilities, skills, and trained staff to meet their specific needs. 

11.2 Operational/Local Learning and Learning into Actions 

• Awareness and Reporting of Health Deterioration & Adherence to Care Plans: 

There is a need for greater awareness and more consistent reporting when health 
conditions worsen. Care staff should follow professional care plans and guidance 
more closely. 

o Enhanced use of national recognition tools and improved communication 
between care home staff and Speech and Language Therapy (SALT) teams are 
essential. 

o Early identification of deteriorating patients allows for prompt interventions, 
improving patient outcomes. 

• Triaging and Flagging for Patients with Learning Disabilities in A&E: 

A more effective system is needed for triaging and flagging patients with learning 
disabilities when they visit the Accident & Emergency (A&E) Department. 

o A new flagging system has been implemented to alert staff when a patient with a 
learning disability is admitted to the hospital, ensuring appropriate care. 

o LD Champions are working within A&E departments 

• Improved Communication Between Community Teams and GP Practices: 

Better communication is required between community healthcare teams and GP 
practices to ensure timely and coordinated treatment. 
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o Community teams have been made aware of these issues and are now 
invited to participate in Steering Group meetings. 

o The GP lead for neurodiversity, along with the community LD teams, has 
collaborated with individual GP practices to improve care delivery. 

• Challenges in Social Care Coordination: 

There have been challenges in coordinating care with external agencies and 
providing additional care hours. 

o Social care teams have used specific cases in reflective learning sessions to 
explore alternative ways of working with external agencies, aiming for more 
efficient and effective care coordination. 

• Training and Workforce Development: 

o The Oliver McGowan training is currently being rolled out across Primary and 
Secondary Care, led by the ICB (see Appendix Two). 

o Tailored MCA training sessions have been developed and delivered to GP 
practices to support improved understanding and application of the Act in 
day-to-day clinical decision-making. 

 

Feedback from family and friends highlighting aspects of care that needed 
improvement 

“The relative wanted to highlight a gap in services for a ‘complex care team’ in place and a 
lack of provision in care homes for respite care to manage complex cases.” 

“They would have found it helpful to have a named clinician to take overall responsibility in 
decisions on care and treatment.” 

“Information sharing between agencies could have been improved between the GP to the 
hospital and Community health and LD teams to make them aware of his LD diagnosis.  This 
could then have been explored via a multidisciplinary approach for his non engagement to 
see if coordination of his care could have been managed in a different way”   

“This lack of empathy and inclusion in the decision-making process was what upset the 
relative the most, and they felt it was insensitive.” 

All family and friends were informed that LeDeR is not an investigation or part of a 
complaint's procedure and any concerns about the quality of quare should be raised with the 
provider of that service.  

11.3 Case study: John 

John had lived in a care home since the age of 15. He had a severe learning disability, 
epilepsy, and was later diagnosed with Alzheimer’s dementia. He was non-verbal, but carers 
who knew him well could interpret his facial expressions to understand his needs. He 
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required full support with eating, drinking, and all aspects of personal care and hygiene. 
John became distressed in unfamiliar or new environments. 

Over the years, John’s health gradually deteriorated. There was no record of him receiving 
an Annual Health Check in the four years prior to his death. His “This is Me” document and 
Hospital Passport were out of date and contained incorrect information. 

In the final year of his life, he was admitted to hospital six times, at his last discharge 
planning meeting, the care home raised concerns with the hospital about their capacity to 
continue caring for John, noting their limitations as a residential (not nursing) facility. Social 
care services were in the process of seeking alternative accommodation and additional care 
provision in case of further deterioration. 

During John’s final hospital admission following a seizure, he was admitted to intensive care 
then later stepped down to a ward, when he was seen by the LD nurse. Despite ongoing 
treatment, he deteriorated further and was then placed on end-of-life care and passed away 
in hospital. 

LeDeR identified that, on several occasions, reasonable adjustments were not made. There 
was no clear ceiling of treatment or evidence of personalised care in place." 

(This case study was developed based on a compilation of multiple reviews in order to 
ensure confidentiality) 

 

12. Ongoing Commitment and System-wide Collaboration 

Looking Ahead - The South West London LeDeR programme continues to evolve and 
adapt with the changes present in the health system today but has a clear aspiration to 
become a stronger advocate for people with a learning disability and autistic people. As 
Mencap rightly states, “If you get it right for people with a learning disability, then you can get 
it right for everyone.”  

People with a learning disability face the same health conditions as the wider population, yet 
they often experience significant health inequalities. Addressing these disparities not only 
improves outcomes for this group but strengthens the quality and equity of care across the 
entire system.  

The new NHS South West London ICB LeDeR team remains committed to prioritising the 
timely completion of LeDeR reviews and will also establish a new South West London 
LeDeR Steering Group. This group will bring together all boroughs to share learning, 
highlight good practice, and drive improvements.  

We will continue to work collaboratively with partners across the wider South West London 
Learning Disability and Autism network, focusing on gaining meaningful insight into how this 
year’s identified priorities are being addressed across the system. The South West London 
LeDeR Team connects with the regional London LeDeR Network through monthly meetings, 
and engages nationally with the LeDeR Community of Practice, helping to share and 
promote good practice across the country  



 

20 

 

Official 

Through this joined-up approach, we aim to strengthen the quality and effectiveness of care, 
ultimately improving health outcomes for people with a learning disability and autistic people 
across South West London. 
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13. Appendix One 

Learning from lives and deaths - People with a learning disability and autistic people 
(LeDeR) policy (2021) 

Initial Review  

An initial review will include:  

• A guided conversation with the 
family member of someone close to 
the person who died, this might 
also be someone they lived with or 
a carer who they were particularly 
close to.  

• A detailed conversation with the GP 
or a review of the GP records which 
will be accessed via a Smart Card 
where possible giving direct access 
to the GP system.  

• A conversation with at least one 
other person involved in the care of 
the individual who died - they might 
be for example the person who 
carried out the mortality review in 
the hospital (if they died in an acute 
trust), or simply another family 
member who wants to speak to the 
reviewer about the care their loved 
one received.   

Focused Review  

Situations where a focused review will be 
carried out are:  

• If the individual is from a Black, Asian 
or Minority Ethnic background, a 
focused review will automatically be 
completed due to significant under 
reporting and increased health 
inequalities in these communities. 
(This may include, for example, and 
not be limited to, Romany Gypsy, 
Irish traveller of Jewish communities).  

• If in the professional judgement of the 
reviewer that there is significant 
learning likely for the ICS from 
carrying out a LeDeR Review.  

• If there are concerns about the 
quality of care provided to the person 
by one or more providers, or there is 
evidence of lack of integrated or 
coordinated care.  

• A family member can always ask for 
a focused review to be completed. If 
such as request is made, 
conversation should take place 
between the family and the reviewer 
about the expected outcome of the 
LeDeR review.  

• In the years 2021-2023, all deaths of 
adults who have a diagnosis of 
autism but who do not have a 
learning disability will have a focused 
review 
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14. Appendix Two 

The Oliver McGowan Mandatory Training 

The Oliver McGowan Mandatory Training is a crucial initiative designed to improve the 
health and social care provided to people with a learning disability and autistic people. It is a 
legal requirement for all Care Quality Commission (CQC)-registered providers, established 
through the Health and Care Act 2022, specifically under section 181. 

The training is structured in two tiers, with a mandatory e-learning module that must be 
completed first before staff can move on to either tier. This Code of Practice, which sets out 
the standards for the training, was laid in Parliament on 19 June 2025 and became final on 6 
September 2025 after a 40-day scrutiny period. The development of the training followed 
extensive review and support from NHSE and ministerial bodies. NHS South West London 
ICB provide monthly figures to NHSE to monitor progress. 

NHS Services in South West London: Progress Overview 

• Total numbers: 33,300 

• Target: 30% of staff trained by March 2026. 

• Current Status (July 2025): 

o Tier 1: 23% (2,502 staff) 

o Tier 2: 17% (3,751 staff) 

• Programme Timeline: 

o Tier 1: Commenced in April 2024. 

o Tier 2: Commenced in September 2024. 

• Future Plans: Further development of the programme will be handed back to 
individual trusts in April 2026. 

This data includes staff from primary and secondary care within all boroughs but excludes 
Integrated Care Board (ICB) staff, as they are not a regulated service. 
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