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Introduction  
 

National and local context 
 
The learning disability mortality review (LeDeR) programme was established in 2015 as 
a response to the recommendations from the confidential inquiry into premature deaths 
of people with learning disabilities (CIPOLD 2013). CIPOLD reported that people with 
learning disabilities are 3 times more likely to die from causes of death that could have 
been avoided with good quality healthcare. The LeDeR programme was delivered by 
the University of Bristol, commissioned for 5 years (2015 to 2020) by the Healthcare 
Quality Improvement Partnership on behalf of NHS England, and directly by NHS 
England from 2020 to 2021. Since its inception there has been strong agreement and 
recognition of the importance of LeDeR and its aims, and a commitment to the 
continuation of the LeDeR programme was confirmed in the NHS long term plan (2019). 
 
The programme has developed and rolled out a review process for the deaths of people 
with learning disabilities. The programme aims to help: 
 

• identify what works well to support people with learning disabilities to live long and 
healthy lives 

• identify factors which may have contributed to deaths of people with learning 
disabilities so that changes can be made to reduce the impact of these factors 

• develop action plans to make any necessary changes to health and social care 
services for people with learning disabilities 

 
The LeDeR programme collates and shares anonymised information about the deaths 
of people with learning disabilities so that common themes, learning points and 
recommendations can be identified and taken forward into policy and practice 
improvements. 
 
Nationally it has been recognised that there had been a number of challenges faced by 
clinical commissioning groups (CCGs) in the delivery of the LeDeR programme. The 
independent review into the Oliver McGowan LeDeR process published in October 
2020 made a number of recommendations to ensure that CCGs take their leadership 
responsibilities seriously; the national LeDeR processes are more robust, learning is 
taken forward nationally and not continually repeated.  
 
An additional £5million was invested by NHS England and NHS Improvement (NHSEI) 
in 2019 to 2020 to address the backlog of unreviewed cases and increase the pace with 
which reviews are allocated and completed. The money was invested in developing a 
dedicated workforce through the commissioning support unit to undertake reviews and 
develop systems and processes to embed mortality reviews and quality improvement 
activity across the health and social care system. 
 
  

https://www.england.nhs.uk/learning-disabilities/improving-health/mortality-review/
https://www.bristol.ac.uk/media-library/sites/cipold/migrated/documents/fullfinalreport.pdf
https://www.bristol.ac.uk/media-library/sites/cipold/migrated/documents/fullfinalreport.pdf
https://www.england.nhs.uk/wp-content/uploads/2020/10/Independent-Review-into-Thomas-Oliver-McGowans-LeDeR-Process-phase-two-_20-October-2020.pdf
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Cornwall had initially relied on recruiting reviewers that were in existing fulltime roles 
within NHS services. There was an expectation that reviewers would be released by 
provider NHS and social care organisations to undertake reviews. The ongoing demand 
upon provider services resulted in reviewer capacity being withdrawn and led to an 
increasing backlog of reviews needing completion. At this time, it was recognised that 
funding would be required to ensure capacity from reviewers who were in dedicated 
roles. 
 
At the start of 2020 Cornwall and the Isles of Scilly allocated 23 backlog cases to the 
commissioning support unit to complete, with a further 23 being or awaiting review by 
the local team. 
 
In June 2020 key performance indicators were introduced by NHS England for LeDeR 
and included that CCGs are to have a robust plan in place to ensure that LeDeR 
reviews are allocated within 3 months and completed within 6 months of the notification 
of death.  
 
The Cornwall and the Isles of Scilly LeDeR programme had not been able to meet the 
rate of reviews necessary to achieve the NHSEI standard for review completion, so a 
recovery plan to bring the programme into compliance by quarter 1 2021 was put in 
place. 
 
An allocation of funding was also provided to Cornwall from NHSEI South West and this 
helped support the recruitment of a small number of local reviewers on bank contracts 
to undertake the other outstanding cases. An interim local area contact was appointed 
in September 2020 to provide extra clinical oversight, supervision and operational 
leadership to the local team.  
 
The COVID-19 pandemic has impacted upon the local delivery of the LeDeR 
programme and processes. There have been significant delays in obtaining information 
from across all agencies, challenges in reviewer capacity, and lockdown meant that 
reviewers could not undertake face to face visits with bereaved family members and 
carers. This impact has been seen across the NHS system and NHS Kernow Clinical 
Commissioning Group (NHS Kernow) has moved forward with a recovery plan to 
mitigate this impact.  
 
In November 2020, Public Health England (PHE) published a review of COVID-19 
related deaths in people with learning disabilities. They found that people with a learning 
disability had significantly and substantially higher rates of death in the first wave of 
COVID-19 in England than the general population. However, the higher death rate of 
people with learning disabilities seen nationally has not so far been reflected locally in 
Cornwall and the Isles of Scilly.  
 
In this reporting period there have been 3 deaths attributed to COVID-19 that have been 
notified to the Cornwall LeDeR programme, 2 of which occurred within the NHS Kernow 
area. 

https://www.gov.uk/government/publications/covid-19-deaths-of-people-with-learning-disabilities/covid-19-deaths-of-people-identified-as-having-learning-disabilities-summary
https://www.gov.uk/government/publications/covid-19-deaths-of-people-with-learning-disabilities/covid-19-deaths-of-people-identified-as-having-learning-disabilities-summary
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This report provides an update on the progress made by the Cornwall and the Isles of 
Scilly LeDeR programme during the period of January 2020 to March 2021. It builds on 
the achievements made up to 31 December 2019 and covers the progress made to 
date. 
 

Governance and performance 
 
The past 12 months have seen significant commitment to improve and develop the 
delivery of the LeDeR programme in Cornwall and the Isles of Scilly. NHS England 
undertook an assessment of each CCGs backlog and position on 1 April 2020. NHS 
Kernow had a backlog at that time of 74 incomplete but allocated reviews. Although 
there had been considerable activity within the LeDeR programme since 2017, with the 
introduction of a multiagency steering group, family carer representation and evidenced 
learning throughout the system, it was recognised that further capacity would be 
required. 
 
The LeDeR programme in Cornwall and the Isles of Scilly prior to 1 April 2020 was 
noted to be lacking local capacity. A recovery plan was put in place which included 
appointing a part time interim deputy local area contact from 1 September 2020 to 
March 2021 to support the delivery of reviews and reduce the backlog as a priority. NHS 
England provided £20,000 to support this. Some additional band 5 administrative 
support was required and released from the learning disability commissioning 
programme. 
 
The local recovery plan identified a number of actions to improve governance and 
performance, and this was supplemented by the publication of the Oliver McGowan 
report in October 2020. NHS Kernow commissioned an independent review of its 
LeDeR programme, and the recommendations were presented to the quality committee. 
 
It was agreed that the role of senior responsible officer be undertaken by the director of 
nursing and that new governance structures to be introduced from 1 September 2021 in 
line with the revised national LeDeR policy: Learning from lives and deaths – people 
with a learning disability and autistic people (LeDeR) 2021. 
 

The Cornwall and Isles of Scilly LeDeR steering group 
 
The LeDeR steering group has a key role in supporting the recommendations from 
LeDeR reviews and ensuring that identified learning is used to improve future service 
delivery. The steering group consists of key stakeholders and representatives including 
people with a lived experience and family carers. The steering group was established in 
2017. 
 
It has been recognised that the Cornwall and the Isles of Scilly steering group lacks 
representation from black, Asian and minority ethnic groups (BAME). Steps were taken 
to actively recruit a representative via poster campaign and sharing of information about 

https://www.england.nhs.uk/wp-content/uploads/2021/03/B0428-LeDeR-policy-2021.pdf
https://www.england.nhs.uk/wp-content/uploads/2021/03/B0428-LeDeR-policy-2021.pdf
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the LeDeR steering group with local health and social care BAME groups. To date there 
has been no recruitment to this role and NHS Kernow continues to work towards 
establishing representation from diverse groups, including those from BAME 
communities. NHS Kernow will work with the diversity lead for the organisation in taking 
a renewed approach to recruitment.  
 
From March 2020 all steering group meetings have been held online due to COVID-19 
restrictions which has impacted upon attendance. The steering group welcomed 
attendance from the south west regional advisor who provided extra support to the local 
team. The steering group noted challenges in taking recommendations forward due to 
lack of representation at the steering group from key partners. 
 

Local reviewers monthly peer support meeting  
 
It is recognised that undertaking LeDeR reviews may result in exposure to distressing 
details of the events and circumstances leading up to death. Supporting families and 
carers through the review process can impact upon the emotional wellbeing of 
reviewers and it is important that they are supported appropriately. The appointment of 
an interim local area contact has provided the opportunity for reviewers to have regular 
individual supervision and support alongside the peer supervision forum where there is 
sharing of information as well as time to reflect, which has helped enhance the quality 
and consistency of reviews. 
 

Clinical review panel  
 
A LeDeR clinical review panel was established in February 2020 to provide extra 
scrutiny and approval of all completed reviews. There have been 22 panel meetings 
held in the reporting period, with the majority of these held during November 2020 and 
December 2020. 
 
Initially panels were held monthly but due to the unprecedented number of reviews that 
were being completed, there was a requirement for panels to be held more frequently 
during November and December 2020 to ensure that reviews were undertaken in a 
timely and consistent manner. The multi-disciplinary and multi-agency approach to the 
panel ensured a consistency of quality and a wide range of knowledge from panel 
members. 
 

Key performance indicators 
 
In June 2020 a standard was introduced by NHSEI to manage the programme 
performance of LeDeR within CCGs. 
 
1. Be a member of the LeDeR steering group. NHS Kernow fully meet this standard. 

The learning disability clinical lead and programme manager is an active member of 
the steering group and from April 2021, the director of nursing and quality will join 
the steering group. 
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2. Have a named person with a lead responsibility for LeDeR. NHS Kernow fully meet 

this standard. The director of integrated care holds the senior responsible officer 
role, and the learning disability clinical lead and programme manager holds the local 
area contact role. 

 
3. Have a robust plan in place to ensure that LeDeR reviews are allocated within 3 

months and completed within 6 months of the notification of death. NHS Kernow 
partially met this standard due to capacity and demand within the learning disability 
programme team. An improvement plan partly funded by NHS England was 
introduced to address the capacity shortfall leading to 80% compliance by December 
2020. 

 
4. Systems and processes in place to analyse and address themes and 

recommendations from completed reviews. NHS Kernow fully meet this standard. 
Robust processes are in place. 

 
5. Produce an annual report for appropriate committees for all statutory partners, 

demonstrating action taken and outcomes from reviews. NHS Kernow fully meet this 
standard. 

 

Demographic data from Cornwall and Isles of Scilly LeDeR 
reviews 
 

Total deaths notified to LeDeR programme 2017 to March 2021 
 
A total of 23 deaths were notified to the Cornwall LeDeR programme between 1 April 
2020 and 31 March 2021. Analysis of the data shows that November to March had 
consistently the highest number of notified deaths, with the month of September being 
the lowest number. 
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Year Number of 
reviews 

Complete 
reviews 

Open On hold Not 
eligible 

2017 5 4 0 1 0 

2018 31 7 19 2 3 

2019 31 4 27 0 0 

January to March 2020 16 12 1 3 0 

April 2020 to March 2021 23 17 4 2 0 

 
Number of deaths reported by month from 2017 to 2020 
 

Year Jan Feb Mar April May June July Aug Sept Oct Nov Dec 

2017 0 0 0 0 0 0 2 0 0 2 0 1 

2018 1 3 2 4 1 3 4 2 0 0 4 2 

2019 2 6 3 0 5 3 1 1 1 3 2 3 

2020 8 3 5 3 1 1 0 4 3 2 3 5 

 

Gender 
 
11 adult female deaths and 17 adult male deaths were reported between April 2020 to 
March 2021. There was 1 female child death reported during this time period. 
 

 
 

Gender 2017 to 2019 January to March 2020 April 2020 to March 2021 

Male 32 8 15 

Female 32 8 8 

 

Ethnicity  
 
Cornwall and the Isles of Scilly is an area of low racial diversity which is reflected in the 
chart below. 
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Ethnicity 2017 to 2019 January to March 
2020 

April 2020 to March 
2021 

British white 63 15 23 

Cornish white 1 0 0 

Romanian 0 1 0 

 

Age at time of death 
 
In the reporting period 1 April 2020 to 31 March 2021 the highest number of deaths 
were seen in the upper age groups (aged over 60). There was 1 death reported of a 
person under the age of 18. 
 

 
 

Age 2017 to 2019 January to March 2020 April 2020 to March 2021 

Under 18 4 3 0 
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Age 2017 to 2019 January to March 2020 April 2020 to March 2021 

18 to 30 8 1 1 

31 to 50 4 0 1 

51 to 60 20 6 5 

61 to 70 14 5 8 

70 plus 14 1 8 

 
The pie chart below illustrates the percentage of reported adult deaths by age ranges. 
91.3% of all notified deaths were in people above the age of 51. The median age for all 
adult deaths reported between 1 April 2020 and 31 March 2021 was 68. The median 
age of death for males was 66, slightly higher in females at 68. This reflects the 
nationally reported median age of death for people with a learning disability. 
 

 
 

Age Percentage for April 2020 to March 2021 

18 to 30 4% 

31 to 50 4% 

51 to 60 22% 

61 to 70 35% 

70 plus 35% 

 

Referred to coroner 
 
There has been an increase in the number of deaths which have been referred to the 
coroner in the last 2 reporting periods. The increase in referrals is considered to be a 
result in increasing awareness of the importance of ensuring that the deaths of people 
with learning disabilities follow statutory processes. 
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Referred to 
coroner 

2017/2019 January to March 2020 April 2020 to March 2020 

Yes 3 3 4 

No 12 10 19 

 

Grading of care 
 
The chart and table below reflects the grading of care after a review had been 
completed and signed off by the panel. The majority of reviews identified the care 
provided was good or satisfactory. 
 

 
 

Grade 2017/2019 January to March 2020 April 2020 to March 2020 

1 1 1 1 

2 8 7 10 

3 4 2 6 

4 0 1 2 
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Grade 2017/2019 January to March 2020 April 2020 to March 2020 

5 1 1 0 

6 1 0 0 

Not complete 0 4 4 

 
Classification of grading 
  
1. This was excellent care (it exceeded expected good practice). 
2. This was good care (it met expected good practice in all areas). 
3. This was satisfactory care (it fell short of expected good practice in some areas, but 

this did not significantly impact on the person’s wellbeing). 
4. Care fell short of expected good practice and this did impact on the person’s 

wellbeing but did not contribute to the cause of death. 
5. Care fell short of expected good practice and this significantly impacted on the 

person’s wellbeing and/or had the potential to contribute to the cause of death. 
6. Care fell far short of expected good practice and this contributed to the cause of 

death. 
 

In this reporting period, the majority of individuals passed away in hospital. 
 

Place of death 
 

 
 

Place 2017/2019 January to March 2020 April 2020 to March 2020 

Usual place of 
residence 

28 10 9 

Hospital 32 5 12 

Hospice 3 1 2 

Prison 1 0 0 
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Cause of death 
 

 
 
The main causes of death between January 2020 and March 2021 are shown in the 
table below. Pneumonia was the most common cause of death. Further analysis of 
underlying causes of death will be undertaken. 
 

Cause of death Total  

Pneumonia 9 

Congestive heart failure 4 

Aspiration pneumonia 2 

Dementia 3 

COVID-19 1 

 

Learning from reviews 
 
A thematic review of all the recommendations made by reviewers during the reporting 
period 1 April 2020 to 31 March 2021 was undertaken. A total of 97 recommendations 
were made. The most common theme identified related to communication failures at 
15%. The tables below shows the number of recommendations and examples of issues 
noted in the reviews. 
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Communication 
 

Number of 
recommendations 

Examples of issues noted in reviews 

15 (15%) • A care home closed and a lot of important history about the 
individual person was not passed on to the new care team. 

• X did not get information regarding appointments from health 
services that met his known communication needs. There is 
evidence of his having missed health appointments. 

 

Annual health checks 
 

Number of 
recommendations 

Examples of issues noted in reviews 

11 (11%) • The person’s mental health needs were not considered during 
the annual health check. 

• When carrying out a learning disability annual health check a 
more holistic view should be taken, not only looking at 
physical health but at the social needs of the patient. 

• X had experienced a number of trips and falls in the years 
leading up to her death; her mobility was poor, and she was 
not very active. X's activity was also restricted due to her 
chronic leg ulcers and weight. 

• Physical activity assessment to be included in the learning 
disability annual health check. Health action plan to be 
flagged on GP notes to alert to those currently working 
towards fitness and weight management goals. 

 

Mental Capacity Act and treatment escalation plan  
 

Number of 
recommendations 

Examples of issues noted in reviews 

11 (11%) • X's initial hospital treatment escalation plan (TEP) did not 
consider mental capacity and best interests. Her second TEP 
had an inappropriate rationale for do not attempt 
cardiopulmonary resuscitation, although this was picked up by 
the acute liaison team and a request was made for 
amendment. 

• X had a TEP written in June 2019 which did not include 
evidence of assessment of mental capacity, decision making 
or inclusion of next of kin in the process. 

• Care providers to ensure all staff are trained, skilled and 
confident in all aspects of best interest and mental capacity 
relating to medical treatments, decision making and TEPs. 
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Medication and stopping over medication of people with a learning 
disability, autism or both 
 

Number of 
recommendations 

Examples of issues noted in reviews 

9 (9%) • X was given high doses of diazepam to reduce her 
behaviours in conjunction with psychotropic medications on a 
long-term basis without clear clinical indicators. 

• Carers needed to be educated around physical and 
psychological consequences of this. 

• Risperidone was prescribed for X on a long-term basis. Side 
effects of this drug were not considered by GP when 
assessing her physical health care needs. 

• GPs should have sufficient knowledge of the drug, its side 
effects, the length of time it should be prescribed for and the 
need for regular reviews. 

 

Care coordination 
 

Number of 
recommendations 

Examples of issues noted in reviews 

8 (8%) • Significant deterioration in physical health over 5 to 10 years. 
Increasing comorbidities needed continuity to be seen 
holistically. 

• Escalation of episodes of seeking healthcare support and 
raising concern not picked up as indicator of worsening 
illness.  

 

Discharge planning 
 

Number of 
recommendations 

Examples of issues noted in reviews 

7 (7%) • X was discharged from hospital to the nursing home on a 
Friday evening, without any prescribed medication.  

• X was discharged home on a palliative care pathway but 
neither his GP nor community epilepsy nurse were made 
aware of this until after his death, which happened a day after 
the discharge. 
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Eligibility criteria 
 

Number of 
recommendations 

Examples of issues noted in reviews 

4 (4%) • People with mild learning disabilities (where identified in 
medical records) should not be excluded from specialist 
learning disabilities services without a face-to-face 
assessment and follow up with services involved including GP.  

• The Valuing People definition of learning disabilities should be 
used as a determinant of eligibility for support from specialist 
learning disabilities services rather than diagnosed learning 
disabilities or history in learning disabilities services. 

 
There have been a number of actions implemented across the health and social care 
community in response to the specific issues and themes highlighted from LeDeR 
reviews in the past year. 
 

• Cornwall Partnership NHS Foundation Trust (CFT) has devised new template clinic 
letters to ensure clinical recommendations for GPs are highlighted in bold at the top 
of letters to facilitate clear communication. The summary at the head of letters to 
GPs is designed to ensure that information within the body of the letter is not 
missed.  

• As a result of a case review following the deaths of 3 individuals within the acute 
system, TEPs and do not attempt resuscitation (DNAR) were reviewed. Training was 
developed following the review for all doctors within the local acute area system to 
ensure the correct application of TEPs and DNARs. 

• All GPs have been requested to partake in an annual audit of all TEPs and DNARs 
as part of the improvement plan for learning disabilities within GP practices. This 
followed highlighted concerns nationally and locally about the application of TEPs for 
people with learning disabilities.  

• Extra TEP training has been provided to Royal Cornwall Hospitals NHS Trust 
(RCHT) doctors which also highlights the unlawfulness of putting learning disability 
in the rationale section of the TEP form.  

• Easy read material has been produced for patients in the local acute hospital, RCHT 
with learning disabilities and/or autism to support understanding when completing a 
TEP form with them, to empower them to make their own decisions where possible. 

• Practice nurse training is recommencing and now includes sections related to the 
LeDeR programme, the STOMP initiative and constipation awareness.  

• Acute liaison team have developed a checklist for when they first meet the patient on 
the ward. This early information gathering assists the ward to ensure a 
comprehensive and timely assessment and discharge process. 

• Primary care liaison nurses have focussed on improving the uptake of the annual 
health checks which can help prevent ill health. 71% of these were completed in 
2020 to 2021. 
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Top priorities for the next 12 months 
 
Priority workstreams for the next 12 months have been identified and will be presented 
to the local steering group for approval. 
 
1. A continued roll out of RESTORE2 training to learning disability providers and family 

carers in Cornwall and the Isles of Scilly. A working group has been established to 
plan how the training can be delivered.  

2. Raising the awareness of health issues related to constipation across the health and 
social care system. See objective 3 below.  

3. Tackling obesity and developing health lifestyles – this is a collaborative project 
between CFT and Public Health Cornwall (Healthy Living Cornwall and the 
CHAMPS team). There will be a 16-week healthy living programme delivered to a 
small number of individuals. The use of smart technology will evidence outcomes 
and provide data to inform future programmes of diet and exercise for individuals 
with learning disabilities.  

4. The introduction of an annual audit of the application of TEPs and DNARs within 
primary care.  

 
These objectives will be overseen by the revised LeDeR steering group and progress to 
completion will be reported to the NHS Kernow quality committee. 
 

Future of LeDeR programme and governance 
 
There are significant changes being introduced to the LeDeR process during the next 
12 months. LeDeR will become the responsibility of the local integrated care system 
(ICS). The Cornwall and Isles of Scilly ICS is expected to form new governance 
processes. This includes the transition to a new web-based platform involving the 
migration of all LeDeR data. Other key changes include the inclusion of people with 
autism within the scope of LeDeR programme from September 2021 and the tiering of 
reviews following the revised national policy.  
 
All changes in the new policy need to be implemented by 1 April 2022 and a task and 
finish group has been established to oversee the required changes. The new 
governance framework will ensure that all key agencies are held to account for 
improving the health and social care provision to meet the needs of people with learning 
disabilities in Cornwall and the Isles of Scilly. The LeDeR process will be significantly 
strengthened by the leadership that is provided by being part of the director of nursing 
portfolio. 
 
There will be an evolution of the LeDeR processes, steering group, and review panels 
over the next 12 months in conjunction with the development of the ICS to ensure an 
ongoing commitment to identify and embed learning and deliver best practice and the 
highest standards of care and support. 
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Cornwall and the Isles of Scilly are committed to improving the lives of people with 
learning disabilities and autism and ensuring that their needs are included in all future 
health programmes to promote health and longevity. 
 
It is essential that the national and local learning from LeDeR is shared widely across 
the ICS and that there are actual changes made which impact positively on the lives 
and health of people with learning disability and autism in Cornwall and the Isles of 
Scilly. 
 
This objective will be embedded in the Cornwall and the Isles of Scilly ICS as NHS 
Kernow functions transition into the new arrangements. The transition of the programme 
will be overseen by the NHS Kernow quality committee and reported into the learning 
disability and autism programme board. 
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Appendix 1: Recommendations from independent review 
 

Recommendation 1 
 
NHS Kernow with local partners are advised to urgently review their governance 
structure at executive level to ensure the right leadership and accountability is in place 
ahead of the change in oversight by NHS England. Challenge to the steering group to 
deliver change must be robust and consistent. 
 

Recommendation 2 
 
NHS Kernow are advised to review the membership and chairing of the steering group 
to ensure key partners are held accountable for delivery of the recommendations and 
service improvements. Primary care must be represented. Operating procedures can 
then be agreed and documented to take forward recommendations into commissioning 
and quality processes. This will include robust challenge of the quality review panel to 
deliver completed reviews of the expected quality within the designated 6-month 
timeframe. Terms of reference need to be updated for both the quality review panel and 
the steering group.  
 

Recommendation 3 
 
NHS Kernow are advised to review the current staff recruitment process. Job 
descriptions for reviewers and administrators, buddy and supervision processes linked 
to performance management and quality improvement is required. Contracts and pay 
structures require consistency. Best practice would be to include a peer review of the 
quality of the reviews to date to ensure these are consistent with best practice 
nationally. The service requires specific commissioning across the local community and 
expectations with providers agreed with dedicated ringfenced roles. 
 

Recommendation 4 
 
NHS Kernow are advised to agree an escalation and communication processes for 
reviewers and families when a review cannot be delivered within the 6-month time 
frame and mitigation action is identified. 
 

Recommendation 5 
 
NHS Kernow are advised to be more transparent how the LeDeR process links into the 
other quality processes through governance and quality outcome measures and 
processes, ensuring recommendations are triangulated with known safeguarding, 
quality or serious incident concerns. It is recommended that LeDeR reports quarterly to 
the quality committee to ensure themes and persistent provider issues, or themes are 
identified.  
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Recommendation 6 
 
NHS Kernow are advised to review the data collection processes within LeDeR and 
review their recommendations made in the 2019 annual report. This 2020 annual report 
would then be better placed to focus on the emerging themes and develop an action 
plan for service improvement across the locality. Best practice would be to map these 
identified trends with the national picture and analyse any variance. This action plan 
should have executive oversight and the steering group then held to account to deliver 
recommendations. 
 

Recommendation 7 
 
NHS Kernow are advised to agree an audit cycle, reviewing the quality of reviews and 
actions taken against recommendations and the impact, identifying learning locally and 
the fit nationally. 
 

Recommendation 8 
 
NHS Kernow alongside integrated care service partners are advised to review the 
persistent delays within the LeDeR process and other statutory processes and develop 
a plan to bring this process in line with NHS England’s timeframe for completed reviews. 
An escalation policy could be agreed to ensure identified dangerous or poor practice 
can be acted on in a timely way with partner agency accountability. 
 

Recommendation 9 
 
These recommendations will require a further review when NHS England deliver their 
agreed changes to the LeDeR process, anticipated in April 2021, to ensure they remain 
fit for purpose. 
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Appendix 2: Terms of reference for LeDeR panel 
 

Introduction 
 
The learning disabilities mortality review (LeDeR) programme, delivered by the 
University of Bristol, is commissioned by the Healthcare Quality Improvement 
Partnership on behalf of NHS England. 
 
The aim of the programme is to drive improvement in the quality of health and social 
care service delivery for people with learning disabilities and to help reduce premature 
mortality and health inequalities in this population, through mortality case review. 
 

Purpose 
 

• To review each completed review before submission to the LeDeR programme 

• The review will include the quality of the review, the learning from the review and the 
good practice. 

• Feedback will be given to the reviewer if necessary. 

• Actions from the learning for each review will be allocated to the appropriate 
organisation or agency and logged on the learning into action log. 

 

Accountability 
 
The panel will report to the LeDeR steering group.  

 

Membership of the group 
 
The Cornwall and Isles of Scilly steering group recommends the LeDeR panel should 
have the following representation: 
 

• local area contact  

• member of the quality team from NHS Kernow 

• nurse consultant from Cornwall Partnership NHS Foundation Trust 

• representative from acute liaison team at Royal Cornwall Hospitals NHS Trust 

• representatives of people with learning disabilities and their families 

• GP with an interest in learning disability 

• representative from adult social care 
 

Remit and responsibilities  
 
To review each review before submission to the national LeDeR and check the quality 
of the review and extract the learning and the good practice. 
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Frequency and notice of meetings 
 

• Meetings to be held as required dependant on reviews completed. Initially every 3 to 
4 weeks to clear the backlog.  

• Meeting organised and chaired by the local area contact  
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