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Executive Summary  
People with a learning disability often have poorer physical and mental health than other 
people and may face barriers to accessing health and care to keep them healthy. Too many 
people with a learning disability are dying earlier than they should, many from things which 
could have been treated or prevented. 
 
The learning from deaths of people with a learning disability (LeDeR) programme was set up 
as a service improvement programme to look at why people are dying and what we can do 
to change services locally and nationally to improve the health of people with a learning 
disability, reduce health inequalities and prevent premature mortality of people with a 
learning disability and autistic people by reviewing information about the health and social 
care support people received. By finding out more about why people died we can 
understand what needs to be changed to make a difference to people’s lives.  
 
It does this by: 
 

 Delivering local service improvement, learning from LeDeR reviews about good 
quality care and areas requiring improvement.  

 Driving local service improvements based on themes emerging from LeDeR reviews 
at a regional and national level. 

 Influencing national service improvements via actions that respond to themes 
commonly arising from analysis of LeDeR reviews.  

 
Responsibility for ensuring the delivery of LeDeR reviews currently lies with clinical 
commissioning groups (CCGs). As we move into new arrangements in the NHS through 
2021 and into 2022, local integrated care systems (ICSs) will become responsible for 
ensuring that LeDeR reviews are completed for their local area and also, and very 
importantly, that actions are implemented to improve the quality of services for people with a 
learning disability and autistic people to reduce health inequalities and premature mortality. 
 
The Learning Disabilities Death Review (LeDeR) Programme is commissioned by NHS 
England and Improvement and managed locally by Nottingham & Nottinghamshire CCG. 
 
It is important to consider that at the point of this report being completed NHS England are in 
the process of transferring the provider of the web-based platform which is used to report all 
deaths and allocated for a review. As of June 2021 this will be replaced by South Central 
and West CSU – supporting a new web-based platform and new training for the LeDeR 
workforce. ICSs are expected to implement the changes to the review process from this 
date. The review process for autistic people will be implemented later in 2021. The current 
University of Bristol platform will not be available after 1 June 2021. Data held currently on 
the University of Bristol platform will be transferred over to the new web-based platform. 
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All allocations/notifications of deaths are paused until the new digital platform is up and 
running and any outstanding data/notifications are transferred across to the new provider.  
 
This report will review data covering 1st April 2020 – 31st March 2021 and include collective 
data from the start of the programme to provide comparable reflection.   
 
Data shows an evident increase in LeDeR reviews; this suggests that the expectation to 
report is being communicated effectively across the system. However, 2020/21 has also 
been a year in which we have faced a global pandemic with deaths from Covid 19 increasing 
over the last year.  
 
114 LeDeR referrals have been received between 01 April 20 – 31 March 21 of which 67% 
(76 reviews) have been reviewed and closed so far  
 

 27 Awaiting Allocation (24%) – 11 before the pause and 16 after, all will be allocated 
in June 

 7 CDOP (6%) - Awaiting CDOP Review 1 CDOP is prior to the annual reporting 
period 

 1 on hold awaiting coroner’s inquest (1%) this review was notified prior to the annual 
reporting period 

 5 Cancelled (4%) 
 All allocated to reviewers within the national target of 3 months 100% 
 3 out of the 76 closed reviews were not completed within the 6 month national 

target(4%) 
 
 
The age range of LeDeR deaths for Nottingham and Nottinghamshire reflects the national 
trend for learning disability deaths with the average age of death in 2020/21 being 59 years. 
This however, is still considerably lower than the mortality rate within the population. Our 
work moving forward is focused on health inequality for people with a learning disability with 
alignment to other LD/ASD living and ageing well themes, including earlier 
diagnosis/detection of health conditions, increased delivery of GP annual health checks and 
the STOMP/STAMP programmes (stopping of overprescribing of medication to people with 
LD/ASD).  
 
Analysis of the LeDeR reviews has highlighted a number of key themes that need 
addressing as part of the 2020/21 programme plan.  
 

 Transition from Children & Young people services to Adults services  
 Learning disabilities registers (Learning Disability verses Learning Difficulty)  
 Covid Deaths  
 Communication, support and education for Carers/Families   

 
The New LeDeR Policy was published in March 2021, with an expectation for Integrated 
Care Systems to implement all changes in the policy by 1st April 2022. Within the policy there 
are significant changes for the LeDeR review processes with workforce implications. A 
LeDeR plan to achieve the implementation date will be due for submission in September 
2021 and the LeDeR Steering Group will have ownership of the development of this. 
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1. Introduction 
The purpose of this report is to provide an oversight the progress within Nottingham & 
Nottinghamshire CCG’s LeDeR Programme from 1st April 2020 – 31st March 2021. It’s 
important to consider that LeDeR reviews focus on service delivery improvements and 
system change; it is not an investigation into a death. The main emphasis of the report is to 
focus on actions from learning and service Improvement.  
 
The report covers key themes, challenges and achievements and learning from local reviews 
of deaths, including what has been learned from local reviews of COVID deaths.  
 
2. Overview of the LeDeR programme 
The programme was established to support local areas to review the deaths of people with 
learning disabilities, identify learning from those deaths, and change and improve care and 
services as a result. 
 
Reviews of deaths are being carried out with a view to improve the standard and quality of 
care for people with learning disabilities. The aim is to enable people with learning 
disabilities to receive equitable health and social care to that of the general population, and 
reduce the life expectancy gap.  
 
The LeDeR virtual team is made up by a multi-disciplinary approach: the cases are notified 
by the LeDeR Admin Support (secondary and Local Area Contact) to colleagues from 
Positive Behaviour Support Consultancy (PBSC) https://www.pbsconsultancy.net/ to 
complete the LeDeR Reviews.  
 
Once returned, Clinical Assurance colleagues Local Area Contacts (LACs) within the 
N&NCCG complete quality assurance sign off of the reviews.  A Quality Assurance Manager 
oversees the programme and links to NHS England. 
 
LeDeR is currently led and delivered within the ‘Living and Ageing Well’ work-stream, one of 
four work streams within the LD/A Transformation Programme which includes a collaborative 
partnership approach from the CCG, local authorities as well as primary and secondary care 
clinicians and voluntary sector partners as part of the Transforming Care Partnership. The 
Living & Ageing Well work-stream focuses on 3 key themes that address health inequality, 
morbidity and mortality, and aims to improve quality:  
 

 Annual Health Check 
 LeDeR (Learning Disabilities Mortality Reviews) 
 STOMP/STAMP (Stopping the over prescribing of medication to adults,  children and 

young people with a learning disability, autism or both and supporting treatment and 
appropriate medication in paediatrics)    

  
3. Governance Structure – Steering Group and Clinical Quality Assurance Group 
 
The LeDeR Steering Group 
The LeDeR steering group provides oversight, support and governance to the local delivery 
of the programme.  
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The steering group meets quarterly, it has representation from the CCG, NHS (primary care, 
community and acute) organisations, local authorities, GPs, Clinical Directors, 
representatives from Public health, Medicines management, the Care Quality Commission 
and the Child Death Overview Panel as well as  experts  by experience including the My Life 
Choices group (MLC).  
 
The steering group is facilitated by the CCG and Chaired by a Consultant Psychiatrist from 
the mental health NHS Trust. The steering group focuses on cascading the learning and 
themes arising from completed reviews across the system and is fundamental to cascading 
the purpose of LeDeR and promoting referrals into the programme. LeDeR has also 
informed changes to organisational policies and practice when incidents have been reviewed 
and learning has been cascaded with a focus on quality improvement. Examples of this 
include increasing the use communication tools between primary and secondary care 
systems such as health passports, or challenging thinking among acute care systems 
regarding capacity and consent to treatment. Further work is on-going to ensure changes in 
practice are embedded well across the system and workforce. 
 
LeDeR Clinical Quality Assurance Group 
During 2020/21 a sub group of the steering group was formed to further examine evidence 
contained within LeDeR reviews and indications of quality issues that may need further 
action or oversight within the ICS. The group included representation from acute and primary 
care liaison teams, safeguarding leads, CYP transitions leads, private providers and the two 
local authorities.  
 
 The Clinical Quality Assurance Group identifies themes, concerns, good practice and 
learning with actions then taken to the LeDeR Steering Group for wider dissemination. The 
group also ensures that outputs from the steering group are aligned to wider system partners 
and process including safeguarding adult reviews, child death reviews, inquests and 
police/prison/probation ombudsman reporting.  Updates, Sitreps and high level reporting are 
also submitted to Quality & Performance Committee to ensure system wide learning is 
embedded and risk are managed.  
 
 
4. Progress against recommendations and deliverables from 2020 Annual 

Report 
   
The section provides evidence of the difference the programme and reporting systems have 
made – what has been put in place to monitor and review action plans /service 
improvements to ensure that has a system we are effectively improving care, reducing 
inequalities & saving lives. 
 

1. NHS Nottingham and Nottinghamshire CCG to maintain timeliness of conducting 
reviews in order to create a continual learning culture striving to make improvements 
and responding to the needs of our citizens and their families/carers.  
 
This has been achieved – all allocations and contact with families/carers have been 
made within 3 months of death. A localised system with times lines has been 
created, which allows for planning for both the reviewers and the colleges that carry 
out the quality assurance sign off. Where delays/barriers in reviews process are 
identified this is then shared with the Steering Group and escalated where 
necessary.   
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2. To remain compliant with all NHS England and Improvement operational and 
contracting guidance 2020/21 and continue to maintain the four deliverables in 
relation to the LeDeR programme. In collaboration with the Transforming Care 
Partnership we will focus on improving the health and wellbeing of people for all ages 
with a learning disability, autism or both and their families to achieve better health 
and care, reduced health inequalities and to ensure that reasonable adjustments are 
being provided so people can access services fairly. Health and care provision 
should offer tailored, effective and safe services to support people to live in the 
community and reduce the reliance on inpatient care.  
 
This continues as a priority and is embedded within the LeDeR Steering group and 
Operational Delivery Group  

 
3. In collaboration with the Transforming Care Partnership, the steering group are to 

actively engage with ICP and PCN’s to raise awareness and support to increase the 
number of notifications into the LeDeR programme.  
 
During recent months there has been increased collaboration with PCN development 
and the ICP’s, moving forward the expectation will be wider links to PCN Social 
Prescribing Link Workers for families/carers, people with Learning Disabilities, 
Learning Disabilities and Autism and IDD (Intellectual and developmental Disabilities) 
drawing on community assets and wider community provision to help educate, 
communicate effectively, influence and share learning around LD/A and IDD.  

 
4. The steering group to work in collaboration with the Transforming Care Partnership to 

further understand and respond to the BAME learning disability community. From our 
local BAME data it should be achievable to increase referrals into the LeDeR 
programme by 5%.  
 
This remains work in progress and clinicians and system leads within LeDeR and 
LD/A transformation will need to collaborate to agree how to engage with 
underrepresented groups more effectively and build this into system wide community 
engagement.  This work will be a specific focus for Primary care LD/A liaison 
services, GP leads and social prescribing leads particularly within Nottingham City 
where some 30% of the population identify as BAME. 

 
5. The steering group to work in collaboration with the Transforming Care Partnership to 

ensure that our processes for contacting families and carers are robust and in line 
with local and NHSE/I professional standards. The LAC will have overall 
responsibility for ensuring that standards and sensitivity is maintained when families 
are contacted about the LeDeR programme.  
 
Standards have been maintained and where family members do not wish to take part 
initially the reviews they have still been approached and invited to Multi Agency 
Reviews meeting to ensure their voice is heard and considerations are taken into 
account.  

 
6. By working in collaboration with the Transforming Care Partnership, the steering 

group will continue to raise the profile of LeDeR. Although the awareness of LeDeR 
appears to be increasing across the ICS there appears to remain a gap in the 
number of notifications received from private providers and Primary Care. It is 
important to increase our contact with these key community providers (in line with 
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national directives) to reduce the number of hospital admissions for LD citizens. It is 
important through the steering groups work with the Transforming Care Partnership 
that processes are improved for sharing learning across all system levels for acute, 
community and primary care, including the information that has arisen from this 
annual report.  
 
The recent national changes to the LeDeR Policy are currently being reviewed locally 
and a LeDeR communication strategy will be coproduced with EbE and in 
collaboration with the Transforming Care Partnership and implemented during 
2021/2022 to ensure the system has a broader understanding of LeDeR, reporting 
process and recommendations.  

 
7. By working with commissioning quality, primary and secondary care colleagues the 

group will understand and address the issues with prevalence of pneumonia, cancer 
and sepsis to understand how these diseases are being addressed at a whole 
population level and ensure parity for the LD population accordingly.  
 
A work stream was set up to deliver this recommendation with key work completed 
including a Flu awareness and a ‘Sepsis Aware Bears’ campaign. Primary Care 
liaison nurses utilised LeDeR funding for a flu campaign, co-producing leaflets and 
posters to raise awareness around the nasal flu drops rather than the vaccine, to 
help encourage people with an LD to take up the vaccine offer as they are less likely 
to attend with needle phobia. The campaign looked much wider than flu and 
addressed symptoms, causes and signposting. It also promotes the flu vaccine free 
of charge for carers, to raise awareness of sepsis and infection as this is highly 
significant. The LeDeR programme supported the Sepsis Aware Bears Campaign, 
and has sponsored this growth nationally by having our local logo on the flu, hand-
washing and sepsis cards. Both campaigns support prevention, indication and how to 
treat respiratory infections which is vitally important for the majority of our LD 
population developing pneumonia, aspiration pneumonia and sepsis in the first place.  

 
8. In working with the NHSE regional and national team, aim to understand how health 

inequalities and diseases are being addressed elsewhere and how access and 
communication issues are being overcome.  
 
Themes and Learning are shared within the regional meetings. Good practice and 
performance from other areas within the region particularly areas of statistical 
comparison are shared in order that learning can be considered. 
 

 
Within the In the 2019/20 Annual Report  the expectation was to seek ‘greater involvement 
of family members in the reviews, so we can better understand people’s lives and the care 
and support they receive’ – this continues to be a priority.  
 

 We are looking to ensure better uptake of reasonable adjustments for people’s 
care.  

 We need to work with health and care organisations, in the public sector, private 
sector, and the voluntary and community sector, to improve staff training, their 
understanding, awareness and skills. 

 We need to continue to increase the number of annual health checks provided for 
people with learning disabilities and overcome the barriers preventing people 
accessing Primary Care services. 



                           

7 
 
LeDeR Annual Report March 2021 
 

 In conjunction with the local STOMP/STAMP steering group, we need to identify and 
address the over-reliance of long term psychotropic medication for people with 
learning disabilities and autism where there is no justified clinical indication, which 
can increase the risk factors for long term conditions. 

 
A key objective and enabler for this work stream is ‘Innovative ways of engaging with hard to 
reach service users, carers and families to be determined with in each work stream, 
including involvement of Experts by Experience (EbE) within working groups where 
appropriate. Currently member of the Personalised Care Strategic Coproduction Group sit 
on the Steering Group and provide a broad over view and presentation of families and 
carers.  
 

 My Life Choices (MLC) – Strategic Coproduction Group comprises of people with lived experience and 
shared values that know and promote the benefits of the personalised care approach, including social 
prescribing and community assets. They are actively involved in informing decisions, designing the 
implementation and roll out of the Universal Personalised Care approach within programmes throughout 
the Integrated Care System across Nottingham & Nottinghamshire. 

 
 The group is made up of members that are paid and or unpaid carers, of or in receipt of Personal 

Budgets or Integrated Budgets. They are Parents / Carers of Adults & Children with Learning Disability 
& Autism Special and Children with complex needs.   

 
 

6. LeDeR Annual Report Data - Summary of performance for 2020/2021 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

From 01/04/2020 to 31/03/2021 7 out of 
10 deaths were Male (68%) while 3 out of 
10 were female (32%) 

Nationally 58% of deaths notified to LeDeR were for males and 42% for females 

71% of people died in Hospital 
 

27% of people died in their usual place of residence 
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The National average of reported LeDeR deaths in hospital is  60%  
 

2% unknown 

35 covid related deaths in 20/21 (5.5 per 1000 on LD register) 
Covid 19 

Related Deaths 
77% of Covid 19 deaths occurred in a hospital setting 

23% of Covid 19 deaths occurred in the usual place of residence 
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LeDeR reports to date – March 2021  
 
The breakdown of data below shows the number of notifications to date and 2020/21 
performance. 
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Reporting Period Average age at death 

2020/21  59 

2019/20 56 

2018/19 57 

2017/18 62 
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Hospital still remains the most common place of death. The trend is relatively stable 
however, this year it has increased early within the year due to the increase of Covid- 19 
deaths.   
  
During 2020/2021 3 reviews were not completed within the timeframe. The reasons for these 
were as follows: 
 
 ID no 25395075 – It was highlighted at quality assurance stage that a Multi-agency review 
needed to take place, this extends the process. 
 
 ID no 25402565 – No response from the GP practice. PBSC and NHS Colleagues 
continued to attempt contact. This review was then held at quality assurance stage due to 
queries in diagnosis. Queries resolved but review out of timeframe.  
 
ID no 25415207 - Police and safeguarding investigation took place.  
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During  2019/20 and 2020/21 specific clinical groups were set up to look at the most 
prevalent  health conditions which LeDeR identified including aspirational pneumonia, 
Cancer and gastro-intestinal conditions, and to agree cross-agency action to improve early 
detection and treatment, linked to the promotion of GP annual health checks. As a system 
we will be undertaking a focus on the data available to us through the LeDeR platform with 
a focus on underlying causes that could be addressed to reduce any preventable deaths 
including the numbers of deaths reported as been attributed to or linked to Covid 19. 
Further work is required throughout 2021/22 to ascertain if these are still the most 
prevalent conditions and what the specific focus and action needs to be.
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7. Deaths from Covid 
 
During the pandemic, the system has recorded 35 LeDeR deaths due to or related to Covid 19. Covid related deaths increased around the first 
and second waves of Covid, with 77% of deaths taking place in a hospital setting. 
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There has been a noticeable difference in the earlier Covid cases (March-November 2020) to more recent Covid cases (Dec 2020-April 2021). 
During the 1st episode, patients were not always admitted to hospital due to the risk of spreading Covid and the concerns about containing it.  
Less patients were tested, but presented with key symptoms such as high temperature and or cough or breathing difficulties. More recently, 
anyone who receives a positive PCR test 48hrs prior or 48hrs after an admission to hospital is constituted as a Covid admission with all 
admissions  swabbed and moved to a relevant covid area. There is a need to understand if an individual has died primarily of respiratory issues 
caused by Covid or if they were frail, elderly and would otherwise be considered for an EOL pathway who happened to  test positive for Covid 
on/after admission.  
 
 
 
As with all systems, evidential full year data related to the impact of covid continues 
to be collated and understood 
Initial analysis of Covid related deaths by gender, age and ethnicity indicate: 

 a higher proportion of male deaths than in previous years 
 an  older cohort, with no child LeDeR deaths recorded) 
 no recorded BAME deaths in 2021, although this could be a coding issue 

and could be included in the ‘other’ 8% - more exploration is required here 
 
In 2020, respiratory conditions still remain the highest cause of death within our  
LD/A population, Pneumonia, aspiration pneumonia and Covid 19 being the highest.  
Covid 19 associated Pneumonia is also identified for 5 people.  
 
Covid vaccinations  
To date 2610 people with Learning Disability and 1160 with Autism have received 
 their Covid 19 vaccine. A Cohort 6 vaccination work group continues to focus on  
increasing the number of people with a learning disability receiving the vaccination  
through a combination of active communications, a myth busting webinar briefing  
and maximising roles throughout the system to support with uptake (such as  
Primary Care Liaison Nurses and Social Prescribing Link Workers). Increased  
numbers of vaccination uptake should have a positive impact to reduce the number  
of Covid related deaths throughout 2021.  
 

COVID-19 AND NON COVID-19 DEATHS – COMMUNITY AND 
HOSPITAL   – LD POPULATION 
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8. Quality & Safeguarding 
 
Quality of care  
74 of the 76 completed reviews were satisfactory, good or excellent – Feedback from the 
reviews provides assurance that the acute nursing teams, care homes and primary care 
liaison team provide positive care. 
1 review was fed back via the reviewer as ‘Care fell far short of expected good practice and 
this contributed to the cause of death’ 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
.  
 
Multi-Agency Review (MAR) & Safeguarding  
At any point where there is a cause for concern and further detail required around a review 
such as  ‘Care fell far short of expected good practice and this contributed to the cause of 
death’ a Multi-Agency Review (MAR) is convened,  this includes representatives from the 
Safeguarding Adults Team who are actively involved in the LeDeR programme. The MAR 
meetings are chaired by Designated Nurse for Safeguarding Adults with the attendance from 
all relevant parties that have played a key role in the delivery of care & support of the 
individual as well the people/persons closest to them.  
 
A case was referred to the Nottingham Safeguarding Adults Board (NSAB) by Adult Social 
Care as they were concerned that agencies has not worked together to support the 
deceased and their family in order to prevent the abuse & neglect of a vulnerable adult. The 
NSAB made the decision to use the LeDER review process to help them determine if the 
circumstances around the person’s death met the criteria for a Safeguarding Adult Review.  
 
Criteria for a SAR -Section 2 Care Act Statutory Guidance - states that SABs must arrange a 
SAR when An adult in its area dies as a result of abuse or neglect, whether known or 
suspected, and there is concern that partner agencies could have worked more effectively to 
protect the adult. 
 
Any learning and actions identified from the review will be shared and monitored by the 
NSAB and partner agencies.  
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Under the new national policy reviewers will no longer make recommendations for each 
review independently - they will present areas of learning, good practice and areas of 
concern to The LeDeR steering group and The Clinical Quality Assurance Group where 
collectively recommendations and actions will be agreed and taken forward in line with 
‘Learning from Lives and Deaths – People with a learning disability and autistic people 
(LeDeR) policy’ (Version 1, 23 March 2021)  
 
9. Ageing Well Support Areas 
 
Transitions  
Recent learning from the reviews have provided evidence of the need for further work 
around transition support for families/Carer and young people when moving from Children & 
Young People’s Services to Adult Services. Partners are working wioth primary care and 
digital leads to ensure that family members who have a caring role for other patients in a 
practice have their records linked.   
A Transitions Coordinator is a member of the Clinical Quality Assurance Group, and work is 
currently underway within wider LD/A Transformation work-streams to address this with the 
creation of additional Children & Young Persons (CYP) posts being funded to work with 
CYP, families and carers.   
 
Learning Disabilities Register  
A key challenge with our local register has been flagged within reviews, particularly around 
the coding of people with learning difficulties versus learning disabilities.. There has been a 
history of mixed messages in GP practices in regards to making referrals to LD services only 
when there is a clinical need for the patient and being discouraged to refer if there is no 
clinical need for a diagnosis. Some people have been coded as having ‘learning difficulties’ 
as opposed to learning disabilities particularly where there is no urgent clinical or 
behavioural need. Issues with the accuracy of primary care LD registers can result in people 
not receiving an annual health check and a GP Practice not being alerted if people are  not 
accessing health care regularly. 
 
GP practices are now auditing their coding system, to ensure that family members who have 
a caring role for other patients in a practice have their records linked. This will be a key area 
of focus over 21/22 to ensure correct coding and monitoring of individuals with a learning 
disability to ensure they get access to the support they need. The communication strategy 
for LeDeR should include ‘no wrong door’ messaging for a carer seeking support from 
professionals.  
 
Key benefits of being on the Register are: 

 Better information about the health needs of people with learning disabilities in a 
given locality; 

 Better planning of health and care services for people with learning disabilities; 
 An ability to anticipate an individual’s needs before they attend health or care 

settings; 
 Better understanding and integration of needs across health, care, education and 

employment; 
 Better transition planning for young people with learning disabilities who are leaving 

school or college and approaching adulthood. If children and young people are on 
the register support and adjustments can be put in place before they transition 

 If a child is on the Register they will be invited for an Annual Health Check once they 
reach 14 years of age  
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 Reasonable Adjustments (RA)  
A key project already underway within NHSE/I and NHS Digital before the pandemic is the 
Reasonable Adjustments (RA) Flag. The flag has been built into the NHS Spine to enable 
health and care professionals to record, share and view details of reasonable adjustments 
across the NHS, wherever the person is treated. Having been successfully piloted, the flag 
will be available for wider use from the end of 2020. Locally Nottingham & Nottinghamshire 
are investing into developing the digital systems to ensure reasonable adjustments flags are 
included.  
 
Digital systems are being put in place to align with the national work that is being piloted. 
Primary Care IT is developing a clinical template for RA; this will act as a flag for someone to 
be able to see reasonable adjustments in a patient’s clinical record. It will also provide a 
template to capture the detail of this RA which will have a list of common RAs to select but 
also a free text box to add any further context or detail. Primary Care Liaison and Acute 
Liaison Nurses have been involved with developing this common list. This will be shown in 
the patient shared care record so will go through to Secondary Care to see the flag and then 
the detail needed. This is being kept as simple as possible to ensure consistency and 
minimise room for errors. 
 
Annual Health Checks  
As part of the national focus on LD/Autism within the NHS Long Term Plan it is the 
expectation that people aged 14 years and over with a learning disability are offered and 
assisted to attend an annual physical health check, with a commitment that at least 75% of 
eligible people will receive an Annual Health Check (AHC) by the end of March 2024. The 
LD AHCs are in recognition of the early mortality rate, as learning from reviews shows that a 
number of deaths were attributed to an undiagnosed treatable long term condition, and/or 
related to issues with accessing primary care services.  As a result of this each CCG/ICS 
area is performance measured on the numbers of people with LD accessing AHCs each 
year as a percentage of the estimated local LD population based on the GP’s LD Registers. 
 
 
STOMP/STAMP  
Working is underway to fund the PCN pharmacist to complete baseline searches on the GP 
patient records to identify children and young people with LD, autism or both prescribed 
psychotropic medicines. The MPCNT to carry out the initial searches on the GP patient 
records system to identify patients aged up to 18 years of age with LD, autism or both that 
were prescribed psychotropic medicines.  
 
10. Workforce developments  
 
Nottinghamshire Alliance Training Hub has  developed training in line with the Oliver 
McGowan Report and are awaiting data and an update from James Waldron who is writing/ 
delivering the training.   
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11. Key changes to National LeDeR Policy 
 
 
The New LeDeR Policy was published in March 2021, with an expectation for Integrated 
Care Systems to implement all changes in the policy by 1st April 2022. Within the policy there 
are significant changes for the LeDeR review processes with workforce implications.  
LeDeR remains a service improvement programme and from 1st June 2021 will be referred 
to as the ‘Learning from lives and deaths – people with a learning disability and autistic 
people’.  The acronym LeDeR will continue to be used. 
 
Deaths of adults with a diagnosis of Autism are now part of the LeDeR programme and will 
be phased in during 2021 (likely in the second half of 2021/22). Any person with a learning 
disability aged 4+ who dies and every adult (aged 18 and over) with a diagnosis of Autism is 
eligible for a LeDeR review.  The Child Death Review (CDR) process reviews the deaths of 
all children who are aged 4-17 years and the results are shared with the LeDeR programme. 
 
New governance processes are required with Integrated Care Systems now becoming 
responsible for the delivery of the LeDeR programme including undertaking reviews and the 
delivery of service improvements. 
 
A new review process will be introduced which involves all reviews receiving an initial review 
to identify if there is likely to be any significant learning from a ‘Focused LeDeR Review’.  
Reviewers will assess each case by talking to families, GP practices and one other person 
who knew the individual and will then make a professional judgement whether a ‘Focussed 
Review’ is required.  All notifications from individuals from a BAME background (this may 
also include Romany Gypsy, Irish Traveller or Jewish), cases where there is a concern 
raised about the care received, all autistic adults who did not have a Learning Disability or 
where it has been requested specifically by family members will automatically receive a 
‘Focussed Review’. 
 
A new workforce model is expected for delivery by ICS’s including: 

• A workforce dedicated to the LeDeR programme with NHS and/or Local Authority 
contracts being the only acceptable model for recruitment of staff.  

• Local Area Contacts (LACs), Senior Reviewers and Reviewers must be part of a wider 
team with a support mechanism in place where support and guidance is required. 

• Workforce should cover a wider geographical footprint – ICS level as a minimum. 
• All reviewers must use appropriate IG enabled IT kit (this is due to a number of IG 

issues identified throughout the LeDeR programme particularly around the use and 
storage of personal identifiable data) 

 
LeDeR Futures will be the new academic partner with a new platform for reporting and 
reviewing LeDeR deaths. There has been a national pause in reviews since 1st March 2021 
and systems will need to ensure there are robust processes in place to undertake reviews 
within the 6 month period once the new platform is opened on 1st June 2021.  
 
A LeDeR plan to achieve the implementation date will be due for submission in September 
2021 and the LeDeR Steering Group will have ownership of the development of this. 
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12. Objectives for 2021/22 and Beyond 
 

 Nottingham and Nottinghamshire will develop a LeDeR plan to implement the new 
LeDeR policy changes from 1st April 2022 with a focus on a multi-disciplinary 
approach to LeDeR reviews with both health and social care colleagues as part of 
the review and quality assurance teams.    

 
 Our aim for 2021/22 is to review all recommendations within the LeDeR reviews and 

embed the learning across the system in a quality improvement approach to reduce 
the number of preventable deaths 
 

 We will work to achieve the national outcome objectives in line with People with a 
learning disability and autistic people (LeDeR) policy (Version 1, 23 March 2021)    

 
 We will aim to increase annual health check take up – particularly with 14- 25 year 

olds and people who are Autistic.  
 

 Increase communication and education of LeDeR into the community and wider 
workforce.  

 
 The Oliver McGowan training delivered by the Nottinghamshire Training Alliance Hub 

will have broader reach to the workforce.  
 

 Greater use of reasonable adjustments in health and care services for people with a 
learning disability and autistic people  

 
 Better outcomes for people as a result of local service improvement project 

 
 
13. Recommendations 
 
The key recommendations of this annual report include: 
 

 System ownership of the development of the LeDeR plan to respond to the changes 
required to implement the new national LeDeR policy, with a particular focus on the 
future of reviewing. 
 

 Prioritisation of LeDeR reviews from 1st June 2021 with support from all system 
partners, following the national pause in reviews due to changes with the review 
database  
 

 Development of an outcomes dashboard with a focus on exploring underlying causes 
of ill health and preventable deaths to facilitate a system-wide quality improvement 
approach to reduce the number of preventable deaths 
 

  A specific focus on learning from Covid to ensure that all Covid Deaths provide 
evidence of themes and understand if an individual has died primarily of respiratory 
issues caused by Covid or if they were frail, elderly and heading towards EOL care 
but have tested positive for Covid on admission. Assess the reduction in cases based 
on vaccination up take. 
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 Ensure that the LeDeR Policy is embedded with the work plan. 

 
 Clinical Quality assurance meeting to take place monthly  

 
 Create a LeDeR communications strategy ensuring education and learning for those 

working with LD/A  
 

 Raise awareness of Professional and clinical judgement being needed from the GP 
practices when seeing highlight that a person has complex Learning Difficulties which 
need to be reflected on their record. Clinicians are integral to supporting or not 
supporting a diagnosis and registering this.   
 
 

 
  
Reference -  B0428-LeDeR-policy-2021.pdf (england.nhs.uk) 
 


