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Executive Summary  

 
The Learning Disability Mortality Review (LeDeR) Programme is a national project to review the 
deaths of all patients with Learning Disabilities.  The programme was established to support local 
areas to review the death of people with learning disabilities, identify learning from those deaths, and 
take forward the learning into service improvement initiatives.  The programme is led currently by the 
University of Bristol, and commissioned by the Healthcare Quality Improvement Partnership (HQIP) 
on behalf of NHS England.  This is a joint health and social care project, involving healthcare 
providers across the health economy, Local Authority and Clinical Commissioning Groups. 
  
This is the second LeDeR Annual Report 2020-2021 presented by NHS St Helens Clinical 
Commissioning Group as required by the ‘The NHS Long Term Plan January 2019’. 
 
The programme has developed a review process for the deaths of people with learning disabilities 
aged 4 and upwards. All deaths receive an initial review by a reviewer. 
 
The most significant challenge to the delivery of the programme in earlier years, nationally has been 
the timeliness with which mortality reviews have been completed, largely driven by four key factors:  
 

a) Large numbers of deaths being notified before capacity was in place locally to review them.  
b) The limited resources available to undertake reviews and the low proportion of people trained 

in LeDeR methodology that has gone on to complete a mortality review.  
c) Trained reviewers having sufficient time away from their other duties to be able to complete 

mortality reviews. 
d) The process not being formally mandated. 

 

Background Information  

 
National deliverables within NHS Operational and Contracting Guidance 2019-2020 relating to 

transforming care for people with learning disabilities include the following stipulations: 

 

 CCGs are members of the LeDeR steering group and have a named person with lead 

responsibility. 

 A robust plan is in place to ensure that LeDeR reviews are undertaken within 6 months of 

the notification of death to the local area. 

 Systems are in place to analyse and address the themes and recommendations from 

completed LeDeR reviews. 

 An annual report is submitted to the appropriate board/committee for all statutory partners, 

demonstrating action taken and outcomes from LeDeR reviews 

Local Area Process  

The LeDeR Programme is led locally by the quality team; the Director of Quality has lead 
responsibility alongside the Local Area Contact (Head of Quality/ Designated Safeguarding Adult 
Nurse), who is supported by the Quality Programme Lead (LeDeR reviewer). Local measures are in 
place to ensure the nationally agreed targets of allocation of reviews within 3 months of notification 
and completion within 6 months are met. By embedding a robust process the CCG have been able 
to ensure all LeDeR reviews have been completed within timescales and the CCG continue to be 
100% compliant with performance targets set by NHS England. 
 

In St Helens we now have a well-established Local LeDeR Steering Group (LeDeR Stakeholder 



Forum) who oversee the LeDeR programme of work and in particular, action on local improvements 

based on the evolving National and Local picture. This is chaired by the Quality Programme Lead 

(LeDeR Reviewer) within St Helens CCG and supported by the Local Area Contact (Head of 

Quality/ Designated Safeguarding Adult Nurse).The Forum is well represented by Health, Social 

Care, Experts by Experience and the 3rd Sector agencies. 

St Helens CCG consistently receives notifications of deaths of those with a Learning Disability from 
the national system and co-ordinate all the LeDeR Reviews across the Borough.  

The flow chart below demonstrates the information sharing/ lessons learned dissemination pathway: 

 

 

 

 

 

 

 

 



 
Local Area Performance & Activity  

Local area performance and activity are presented to the LeDeR Stakeholder Forum to facilitate 

discussion and agree priority areas for improvement.   

Since the LeDeR programme started in St Helens in June 2017, there have been 37 deaths notified 

and 37 deaths reviewed.  Between April 2020and March 2021, 6 deaths were notified locally, this is a 

reduction from the 11 deaths reported in St Helens in 2019-2020.  The CCG have engaged with 

Acute, Community, Primary Care, Local Authority and Supported Living providers to capture all 

deaths that have occurred to ensure they have been reported to the LeDeR Programme.   

Table 1 – Programme Performance Data  

 
The average age of death in 2020-2021 is 56 years; this is due 1 child death (age 6).  Four deaths 
were over age 65, with the oldest being 82 years. 
 
Of the 6 deaths reported 2 were male and 4 female and all were of white ethnicity. 

Table 2 - Cause of Death  

 

 

 

 

 

 

 

 

 

Issues recognised nationally include inaccurate reporting of the cause of death, hence the new 
medical examiners role and programme of work led by NHS Improvement will provide professional 
and strategic leadership to regional and NHS Trust based medical examiners. 

Year Death 

Reported 

Number of 

Deaths 

Reported  

Reviews 

Completed in 

Year  

Multi Agency 

Review 

Undertaken  

No. of reviewers 

employed by 

CCG  

2017-2018 5 0 0 0 

2018-2019 15 0 0 0 

2019-2020  11 31 0 1 

2020-2021 6 6 1 1 (+1 additional 

trained for 

business 

continuity) 

Cause of Death Number of Patients 

Covid 19 3 

Pneumonia 1 

Community Acquired 

Pneumonia 

1 

Sudden unexpected 

death in epilepsy (child 

death) 

1 – reviewed under 

CDOP process 



The death notifications received from LeDeR are from a variety of service providers including 
Supported Living, General Practice, Acute Trust, Community and The Child Death Overview Panel.  
This suggests the LeDeR Programme is well embedded on a multi-agency level in St Helens. 

The death notifications indicate that 4 of the 6 patients died in hospital and 2 passed away in their 
usual place of residence.  Work is being undertaken in relation to advance care planning which will 
ensure that a person’s wishes around the end of life care are considered. 

 

Covid 19 Pandemic in St Helens 

In May 2020, NHS England advised that rapid reviews should be carried out on all deaths notified to 
the LeDeR Programme which had occurred during the Covid 19 pandemic followed by a full LeDeR 
review.  These rapid reviews related to the episode of care prior to the person’s death.  The aim of 
the rapid review was to learn as much as possible from every death as quickly as possible.  A 
template from NHS England was shared and completed for all 6 of the deaths notified to the LeDeR 
Programme for St Helens followed by a full review. 

From the rapid reviews carried out we were able to establish whether there were any known risk 
factors for Covid 19 (e.g. previous episode of respiratory disease such as pneumonia, aspiration 
pneumonia or diabetes, cancer, obesity, high blood pressure, heart disease etc.).   All patients 
received shielding letters from their GP Practice and were advised of Government Shielding 
guidance.  They were supported to understand what was required and this was available in easy 
read format.  There was evidence in the reviews that measures were taken by the individual/ family/ 
carer/ support staff to reduce the spread of Covid (e.g. isolation and PPE was used, and testing was 
undertaken once this became available).  Wellbeing calls were scheduled by both the GP Practices 
and Community Learning Disability Team on a regular basis to offer support and guidance. 

There were no issues identified with service provision that may have prevented the person(s) from 
receiving the care or support they required (e.g. availability of staff, training of staff, availability of 
equipment/PPE/ thermometer or pulse oximeter, availability of easy read materials, availability of 
garden space/going out each day, responsiveness of NHS111 or primary care etc.). 

Reasonable adjustments were taken into account if the person was admitted to hospital (e.g. carers 
could be present to provide support, this was reviewed on an individual basis) and a Learning 
Disability Liaison Nurse was involved with the person regularly whilst they were in hospital. 

In St Helens there had been 3 Covid related deaths notified to the LeDeR Programme.  Only 1 of 
these patients presented with symptoms prior to their death, in the main it was a cough and fever.  
On average approximately 3 days passed between the onset of symptoms and medical attention 
being sought and admission to hospital was made.  There were no themes identified between the 
onset of symptoms and the person’s death.  The interventions patients received were individualised 
and included consideration of IV fluids, oxygen, medication, ward based care, escalation to ITU and 
ventilation.   

During the Covid Pandemic a DNACPR was appropriately in place for 5 of the 6 patients and in the 
main it was evidenced within the records reviewed that a discussion around DNACPR and rationale 
for decision making was recorded and followed correctly.  Where there were gaps this has been in 
relation to the level of detail documented.  One patient did not have a DNACPR in place. 

 

 Community Learning Disability Team  

The Community Learning Disability team has worked hard to improve access during Covid and the 
service has been able to offer telephone, virtual and face to face appointment to service users.   A 
rota was established to manage staff availability which allowed for the option of service users 
attending base while maintaining social distancing.  

The use of PPE had been a challenge as some of the people open to the service had struggled to 



adjust to this. The team produced photo cards that they wear on their aprons so people know their 
faces.  From the beginning of the pandemic welfare calls to all people receiving services from the 
Community Learning Disability Team (approximately 400) on a 2 weekly basis were organised to 
support individuals with managing lock down.  
 
The team has provided support to the CCG and Primary Care to develop GP guidance to offer an 
alternative approach to LD annual health checks so these could continue in line with national 
guidance.  This has resulted in achieving the NHS England target for completion of annual health 
checks in the Borough for the first time.  
 
During the pandemic the team has maintained engagement and communication by circulating easy 
read information around the virus and lockdown.  They have been able to offer relaxation exercises 
to reduce anxiety and lockdown activity suggestions to help to reduce behaviours that challenge.  
The team has worked closely and collaboratively with other agencies to support families and identify 
where extra support is required. 
 
The team is key member of the LeDeR Stakeholder Forum and active in ensuring learning is shared 
across the community for people with a learning disability. 
 
Plans for the future involve commencing Healthy Living Groups with the aim to reduce health 
inequalities and empower people to be involved when making choices about their health.  They will 
cover topics such as healthy eating, personal hygiene, mental health, annual health checks, and 
good/bad relationships. 
 
 
Acute Trust  
 
St Helens & Knowsley NHS Teaching Hospital (STHK) employed a Learning Disability Specialist 
Nurse in March 2020 to provide specialist support to lead on the implementation of the Learning 
Disability/ Autistic Spectrum Disorder Strategy across the Trust, which has enabled them to meet the 
NHS Improvement objective set out in the Improving Standards for patients with Learning Disabilities 
NHS 2018. 
 
The Trust has updated the STHK Health Passport to ensure that reasonable adjustments are 
considered. Reasonable Adjustments have included during the Covid pandemic, allowing care staff 
or family members to visit the patient whilst in hospital. 
 
Over the last 12 months over 300 STHK staff has received Introduction to Learning Disability 
Awareness & Autism Training and this will be made mandatory for all staff following government 
national recommendations. 
 
Links have been made with St Helens and Knowsley Carer Forums and virtual meetings have taken 
place to engage with people who have a learning disability.  The Learning Disability Specialist Nurse 
has also made links with IMCA services locally to ensure that people with a learning disability who 
lack capacity have an independent advocate to be involved with Best Interest decision making 
discussions. 
 
Over the next 12 months the Trust are locally developing a Rapid Review Risk Assessment Tool to 
identify and communicate essential risks identified for individual patients to include: Personal Safety, 
Communication, Swallowing Nutrition and Hydration, Mental Capacity to Consent, Pain and Safe 
Discharge Co-ordination.   
 
They will also: 
 

 Continue to deliver training  

 Gather patient feedback to monitor the quality of care and where improvements can be made 



 Work collaboratively to improve the accuracy of diagnosis of patients with learning disabilities 

 Support ward areas and departments with reasonable adjustments 

 Ensure easy read documentation is available 
 
 
Multi Agency Review  
 
All deaths reported to the LeDeR Programme have an initial full review.  Where there are specific 
concerns about the persons death, or if further learning could be gained from a multi-agency review 
that would contribute to improving practice, such a review is conducted. 
 
 

The CCG undertook a Multi-Agency Review on 1 of the 6 cases that were notified to the LeDeR 
Programme on a person who died of pneumonia.  Recommendations were made in the initial review 
based on learning that was identified specifically in relation to decisions around end of life care and it 
was agreed during the quality assurance process that it would be beneficial to hold a multi-agency 
review.  This involved various agencies which included the Local Authority, Supported Living and the 
CCG.   
 
 
What we have learned in 2020-2021 
 
From the reviews completed recommendations were made as identified below.   
 

 Learning Disability Classification - classification of learning disability or attempt to clarify baseline 
level of functioning has been inconsistent. 

 A lack of formal assessments e.g. Mental Capacity Assessments, Best Interest decision making 
and Multi Agency decision not evident in the records reviewed. 

 Documentation incomplete / minimal reference to health passport. 

  DNACPR documentation lacks detail of discussions regarding treatment, other options available 
and who was involved in the DNACPR decision. 

 Age/ gender appropriate health screening attendance unclear in health records. 

 Annual health checks – variation in quality of checks and associated health action plan. 

 Professional awareness – inconsistent general understanding and application of Mental 
Capacity Act (2005) to practice. 

 
 
Good Practice Examples from completed reviews in 2020-2021 
 

 GPs regularly reviewed medication and had undertaken health checks. 
 

 Acute staff coordinated best interest meetings around treatment options and plans and 
encouraged collaboration with multi-agency partners. 

 

 Support offered and availability of the Community Learning Disability Team was evident in the 
records reviewed. 

 

 Holistic Learning Disability assessments were undertaken and shared appropriately with health  
       professionals. 
 

 Visual boards were provided to aid communication and ease anxiety. 



 

 An increase in IT system alerts for Learning Disability patients in relation to being included in 
hospital avoidance programmes and care plans formulated to support this. 

 Easy read materials and signposting is easily accessible. 

 Clear communication and care planning between multi agencies has improved over the last 12 
months. 

 

Governance Arrangements 

Governance ensures that we are held accountable for achieving strategic and operational objectives.  
The flowchart below demonstrates the local arrangements within the terms of reference for the St 
Helens LeDeR Stakeholder Forum (Local LeDeR Steering Group).  We have ensured that robust 
quality assurance, governance and reporting structures are embedded across St Helens which 
enables us to work collaboratively with key partners to monitor and capture recommendations, 
themes and lessons learned.  Standard Operating Procedures have been reviewed and updated 
since their first implementation and Committee/ Boards are updated as per the Governance 
Structure. 

Learning from reviews, concerns and recommendations are also escalated to the Local Safeguarding 
Adults Board via annual reports and referral into Serious Adult Review panel as necessary. 

The CCG has strong links with the Child Death Overview Panel and this is aligned with the LeDeR 
methodology so that learning is shared across the county in relation to Children’s services, Generic 
Health services and Specialist Learning Disability Services. 

A sub group to the LeDeR Stakeholder Forum is established to engage with our learning disability 
community, experts by experience and families/ carers play a key part in the LeDeR Programme.  
We have representation from our BAME lead to ensure we are proportionally considering the needs 
of this community and other groups who could be disproportionally affected. 

 
LeDeR Programme Reporting/ Governance Structure  

 

The following structure proposes how the LeDeR Programme will feed through NHS St Helens CCG 

including our partners and stakeholders. LeDeR will be acknowledged both operationally and 

strategically  to enable us to learn from case reviews to improve health and social care services for 

people with Learning Disabilities in the Borough.  

 



 

 
Action from Learning   
 
The CCG is committed to working collaboratively to embed learning from the report and 
implementing changes required to improve services for people with learning disabilities in St Helens.  
We have established a work plan which outlines the actions required to work to support the detection 
in the health of people with a learning disability in the community and at home.   We will work with 
system partners to maintain our joined up approach to service improvement.  This will be over seen 
by the LeDeR Stakeholder Forum in order to monitor and review plans/ service improvement.  
Oversight will ensure implementation and effectiveness in improving care, reducing inequalities and 
saving lives.  
 
The headings below outline some of the actions from our work plan which we are working towards in 
2021-2022 with our multi agency partners. 
 
Identifying deterioration in health and escalation 

 Roll out Restore 2 and Restore 2 mini – to support carers to identify deterioration in the health of 
the people they care for. 

 Pulse oximeters – to be provided in supported living and at home to help monitor deteriorating 
health in people who have a learning disability. 

 Ensure all LeDeR reviews continue to take place within timescales to improve care and prevent 
premature avoidable deaths. 



 Review and work to embed the learning from mortality reviews across St Helens. 

 Continue to promote STOMP (stop over medicating people with a learning disability) 

 Diagnostic overshadowing and signs that someone displays when then are unwell might be 
different to someone who does not have a learning disability. 
 

Improve both uptake and quality of Annual Health Checks 

 Improve the quality of annual health checks in order to improve the overall health and wellbeing 
outcomes for people with learning disabilities. 

 Ensure where appropriate that a Health Action Plan is formulated and given to the patient. 
 

Increase awareness to support education around key conditions (diabetes, sepsis, obesity, 
cancer screening, constipation etc) 

 Dysphagia – Improve management of this condition to aim to reduce preventable mortality.  
Spotting the signs of aspiration and how to report urgent concerns.  Offer training to care 
homes, supported living and those living at home with family and carers. 

 Enable families, carers and adults with learning disabilities to have the confidence and skills to 
speak up, by raising awareness about different types of advocacy available. 
 

Knowing our Population 

 Improve the quality of our learning disability registers within our commissioned services 

 Triangulate registers across health and social care 

 Improve communication to identify status and implement system flags  

 Promote effective joint working: Advance Care Plans, Hospital Passports 

 Working collaboratively to implement person centered Advance Care Planning   
 

DNACPR Status  

 Review DNACPR decisions for people with a learning disability to ensure they are 
appropriate.  

 Promote DNACPR discussions within the Acute setting, ensuring documentation is completed 
and followed. 

 Engage with staff, families and carers to give them confidence and competency to challenge 
decision making 

 
 
 
Conclusion 
 
St Helens CCG has worked hard to successfully embed the LeDeR Programme locally and will 
continue to be compliant with our business as usual caseload and promote a system wide approach 
to improving the health and social care experience of people who have learning disabilities.  We 
continue to utilise the St Helens Cares Model to bring agencies together and to work collaboratively 
on initiatives such as increasing the uptake and quality of annual health assessments and the 
successful implementation of our resource library.  St Helens CCG is committed to delivering the 
LeDeR Programme and will continue to seek to improve the health outcomes/ health and wellbeing 
for people with a learning disability. 

 

 

 

 

 

 


