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Introduction 

This is the first annual report presented by NHS St Helens Clinical Commissioning Group as required by the ‘The 

NHS Long Term Plan January 2019’. 

The persistence of health inequalities between different population groups has been well documented, including 

the inequalities faced by people with learning disabilities. Today, people with learning disabilities die, on average, 

15-20 years sooner than people in the general population, with some of those deaths identified as being potentially 

amenable to good quality healthcare. 

The Learning Disabilities Mortality Review (LeDeR) Programme was established to support local areas to review the 

deaths of people with learning disabilities, identify learning from those deaths, and take forward the learning into 

service improvement initiatives. It was implemented at the time of considerable spotlight on the deaths of patients 

in the NHS, and the introduction of the National Learning from Deaths Framework in England in 2017. 

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 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 who have gone on to complete a mortality review.  

c) Trained reviewers having sufficient time away from their other duties to be able to complete a mortality review. 

d) The process not being formally mandated. 

 

 

Deaths notified in St Helens to the LeDeR Programme 

Table 1 (below) details deaths reported (by year) in St Helens.  

Note: 4 reviews were returned to the National LeDeR Team due to being duplicate referrals or due to no evidence 

that the patient concerned had a learning disability. 

 

 

 

 



 

LeDeR – Annual Report  
MH/HN/V1-April 20  

Table 1 

 

 

 

 

 

As of January 2019 the CCG had a backlog of 17 reviews outstanding.  An options appraisal was carried out by the 

Designated Safeguarding Adult Nurse (Local Area Contact (LAC)) and the CCG agreed to invest to recruit an internal 

reviewer/Project Lead on a temporary contract.  In April 2019, the Project Lead was appointed to undertake the 

backlog of reviews and to establish Business as Usual processes going forward.  This role would also support the 

LAC with identification of themes, dissemination of learning, and the participation and co-ordination of local 

steering groups.  The role was in place until 31/03/2020.  

St Helens LeDeR Activity/ Achievements in 2019-2020 
 

St Helens has taken a system leadership role and established and embedded its own local 

steering/implementation group supported by Cheshire and Mersey Regional Network group to 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 Designated Safeguarding Adult Nurse/ Local Area Contact within St Helens CCG and 

supported by Project Lead employed by the CCG. The Local Steering Group 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-ordinates all the LeDeR Reviews across the Borough. The Project Lead was assigned to undertake 
all reviews received for St Helens patients. 

Robust quality assurance, governance and reporting structures have been established.  A database has been 
created for monitoring purposes and to capture recommendations, themes and lessons learned.  Standard 
Operating Procedures have been implemented and approved at Quality Committee. 

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. 

To ensure robust oversight of quality and governance processes; all completed LeDeR reviews are scrutinised by 
the CCG/LA Quality Assurance Group. In addition the Local Steering Group also receives thematic information that 
arises from the programme.  

By December 2019 the backlog of cases had been successfully completed, quality assured and archived by Bristol 

University and business as usual was on track within timescales. 

Table 2 below shows progress during the last 12 months 2019-2020. 

Year Death Reported Number of Deaths Reported  Reviews Completed in Year  

2017-2018 5 0 

2018-2019 16 1 

2019-2020  13 26 
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April 2019 Recruited internal 
Project Lead  

LeDeR Training 
completed 

Established 
processes:- QA, 
Governance & 

Reporting  

Created database 
for monitoring 

purposes 

 Established key 
relationships 

4 x Reviews 
Completed 

May 2019 2 x Reviews 
completed 

June 2019 1 x Review 
completed 

Standard 
Operating 
Procedure 

Approved at QC 

July 2019 
Opt Out 

Application 
Submitted 

2 x Reviews 
completed 

August 
2019 

Performance Bid 
Submitted 

1 x Review 
Completed 

September 
2019 

Successful Opt 
Out application 

approved  

5 x Reviews 
Completed 

1st Local LeDeR 
Steering Group 

took place 

October 
2019 

Notified of 
successful 

performance bid  

5 x Reviews 
Completed  

November 
2019 

Provided progress 
update to NHSE  

Local LeDeR 
Steering Group   

Engagement & 
Comms T & F 

Group  

2 x Review 
Completed 

December 
2019 

Learning into 
Action Bid 
Submitted  

3 x Reviews 
Completed  

January 
2020 

Engagement & 
Comms T & F 

Group 

Recruited Quality 
Support Officer  

Recruited Lead 
Nurse  

Timeline of Progress 2019-2020 

Table 2 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



 

 

Funding Bids 2019-2020 

Opt Out Application  

NHS England (NHSE) commissioned the North East Commissioning Support Unit (NECS) to undertake completion of 

reviews identified as backlog.  CCG’s could opt out, if they could meet a clear criteria set out by NHSE as below: 

 Member of a Local Steering Group 

 Reviews to be completed within 6 months of allocation , with backlog to be cleared by March 2020 

 Themes and recommendations addressed from completed reviews 

 Annual report written and shared with stakeholders 

 CCG Investment in the local delivery of the LeDeR Programme 

 Decreasing backlog over a 6 month period 

 Proportion of reviews to be allocated to reviewer within 3 months of notification 

 Quality Assurance process in place to provide scrutiny, to include agencies external to CCG 

St Helens CCG successfully opted out and funding was awarded to support completion of the backlog project based 

on the robust processes in place and the number of backlog reviews which had been completed. 

Performance Bid 

A bid to support performance was submitted by the CCG to NHSE to deliver the LeDeR requirements as set out in 

the NHS Operational Planning and Contracting Guidance for 2019-2020 as follows: 

 CCGs should be members of a LeDeR Steering Group and have a named senior person with lead 
responsibility. 

 LeDeR reviews should be completed within 6 months of notification of the death.  

 CCGs must address the themes and recommendations from completed reviews. 

 An annual report must be written by the CCG that shows the actions taken from LeDeR reviews and shared 
with stakeholders 

 MOU in place to ensure achieve requirements 

Funding was required to build additional capacity, develop quality assurance processes, support administrative or 

project support in delivering on the above requirements.  The CCG were successful and have been awarded funding 

for performance. 

Learning Into Action Bid  

A bid was submitted in November 2019 to secure Learning into Action Funding which would support developing 

initiatives/ projects to reduce health inequalities, increase access and reduce early deaths, improve service delivery 

across hospital and community services and improve health outcomes for people with a learning disability.   

The bid submitted by St Helens CCG was successful and this will support plans to provide a nurse to lead on learning 

disabilities within a Primary Care setting, in order to: 



 

 

 Work to increase awareness for People with learning disability and their carers/ family by supporting 

education around key conditions such as diabetes, respiratory disease, sepsis, cancer screening, 

constipation 

 Coordinate services for people with Learning Disabilities who also have dementia and or Mental 

Health problems 

 Work collaboratively with all agencies including Medicines Management 

 Work to increase general awareness in relation to the needs of people with learning disabilities 

 Increasing understanding and use of reasonable adjustments 

 Increase awareness and improving management of health conditions 

 Identifying early deteriorating of health and escalation 

 Management, escalation and effective treatment of constipation 

 Improve the quality of our Learning Disability Register within our commissioned services and Primary 

Care 

 Aim to improve both the uptake and quality of annual health checks 

 

St Helens Borough; context versus National Findings 
 

 National Findings Local Findings  

The median age of death for 

people with learning disabilities  

Average is: - 58 years  

Men it is 59 years  

Women it is 56 years 

Average is:- 56 years 

Men it is 67 years 

Women it is 53 years 

 

Setting of Death Hospital - 64% 

Home - 30% 

Hospice- 2% 

Hospital – 56% 

Home – 38% 

Other - 6% 

Causes of Death 1) Respiratory 31% 

2) Circulatory 16% 

3) Sepsis 11% 

4) Cancer 10% 

1) Respiratory 34% 

2) Cancer 13% 

3) Heart Attack 6% 

 



 

 

Good Practice Examples from Completed Reviews 
 

 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 
 

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

 

 End of life pathways comprehensively followed 

 

Themes and Recommendations  

 

The following themes have been identified from the reviews undertaken in St Helens: 

 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 making. 

 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 

 Cause of death - includes Learning Disability as a contributory factor (2 cases) 

 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 Metal Capacity Act (2005) 
to practice. 

 A lack of clear communication and care planning between multi agencies 

 Easy read materials and signposting not easily accessible 

 

 

 

 



 

 

Feedback from Stakeholders 

 

“The St Helens LeDeR process has been supportive of the Trust by reducing the amount of clinical support 
required in accessing information to undertake a review. The steering group has wide engagement which is 
improving communication links across the area. The learning from the reviews is being shared at the steering 
group; sub group’s actions are demonstrating improvements and sharing the ongoing actions to improve the 
coordination of care and information sharing across St Helens for those with a Learning Disability”. (St Helens 
and Knowsley Teaching Hospitals NHS Trust, Assistant Director of Safeguarding) 

“It is really positive to see the efforts that are going on in St Helens for some of the most vulnerable people in 

our community. The variety of stakeholders that attend this group shows that there is a real commitment to 
making this steering group work as does the sub group that looks at the written communications for people 
with learning disabilities and making sure they have access to accessible and good quality information”. 
(Manager, Healthwatch, St Helens) 

“In the autumn (2019) I was invited to the inaugural meeting of the St Helens Local LeDeR Steering Group 
where I learned that St Helens were tackling the local backlog in LeDeR mortality reviews.  This backlog is by 
no means a local issue… however St Helens were prepared to take the Bull by the horns and address the local 
problem themselves. Having been told that the backlog had been successfully dealt with and they were now 
addressing the ‘current’ list… I confess I was both surprised and delighted”. (St Helens LeDeR Steering Group 
member and Expert by Experience) 

In February 2020, NHS St Helens CCG received formal thanks and congratulations from the NHSE National 
Learning Disability Team for our hard work in successfully implementing the LeDeR programme in St Helens. 

 

Actions and Next Steps  

 

The CCG is taking the following action in response to the themes identified: 

 Learning disability registers in Primary Care are being restructured in collaboration with community health 
and social care agencies to provide accurate data around patient LD classifications and baseline levels of 
functioning.  This will improve the offer of reasonable adjustments and may better inform decision making 
and signposting to other support services. 

 A CCG nurse will now work closely with the Community and Acute Trust to improve service delivery to 
triangulate the patient journey and work collaboratively with all other agencies including Medicines 
Management, to work to increase general awareness in relation to the needs of people with learning 
disabilities.  They will promote the use of reasonable adjustments and aim to improve the uptake and 
quality of annual health checks. 

 Completed annual health checks and health action plans will be reviewed by the CCG to increase the 
quality and ensure consistency across the Borough.  Themes identified will direct further initiatives as we 
aim to reduce health inequalities for people with learning disabilities.   

 A Communications and Engagement Group has been established to develop a resource library to provide 
easily accessible easy read documentation to patients, families and carers.  This will include self-care in 
relation to management of health conditions, identifying health concerns and management/effective 
treatments.   

 We will be working closely with Learning Disabilities Teams in health and social care to increase 
understanding and application of the principles of the Mental Capacity Act to ensure that professionals feel 



 

 

confident, knowledgeable and supported around this. 

 Initiatives will be developed based on themes identified, the first being around the appropriate use of the 
hospital passport.   

 Provider Quality Visits will incorporate Learning Disability accessibility. 

 The CCG will support the planned communication campaigns being offered in the Borough 

 
Conclusion 
 

The past year has been both challenging and rewarding. St Helens CCG has worked hard to successfully 
achieve the completion of back log reviews, progress our business as usual caseload and implement a 
system wide approach to improving the health and social care experience of patients with learning 
disabilities. At 31.3.20, we have no backlog and have 4 ‘business as usual’ cases in progress.  We have 
utilised 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 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. 

 


