
 

   Page 1 

 

  
A

N
N

U
A

L
 R

E
P

O
R

T
 

 
 
 

 

Learning Disability 
Mortality Review  

(LeDeR)  

Annual Report 

 
January 1 2019 – December 31 2019 

 
 
 
 
 
 
 
 



 

   Page 2 

 

 
 
 

CONTROL RECORD 

TITLE 
Rotherham Learning Disability Mortality Review Annual Report 
January 1 2019 – December 31 2019 

REFERENCE NHS Rotherham Clinical Commissioning Group  

PURPOSE 
To enable learning to be collated at a local level and for key themes 
and trends to be identified, and as a result actions put in place to 
support with bridging any identified gaps. 

AUDIENCE NHS Rotherham Clinical Commissioning Group Governing Body 

STATUS Draft 

ISSUE DATE October 2020 

OWNER NHS Rotherham Clinical Commissioning Group 

AUTHOR 
Sally-Anne Redhead 

Head of Mental Health Complex Case Management 

TARGET AUDIENCE NHS Rotherham Clinical Commissioning Group Governing Body 

DISTRIBUTION LIST NHS Rotherham Clinical Commissioning Group 

METHOD Intranet    

ACCESS Open Access 

  



 

   Page 3 

 

 

CONTENTS 

 Page Number 

 

1. EXECUTIVE SUMMARY ............................................................................................ 4 

2. INTRODUCTION TO THE LEDER PROGRAMME AND WHAT IT                                       
MEANS IN THE LOCAL AREA .................................................................................. 4 

3. STATEMENT OF PURPOSE AROUND LEDER IN ROTHERHAM ............................ 5 

4. ACKNOWLEDGEMENTS AND STATEMENT OF HOW THE LOCAL                        
LEARNING DISABILITY COMMUNITY HAS BEEN INVOLVED IN THE                        
LEDER PROGRAMME AND THE PRODUCTION OF THE ANNUAL REPORT ........ 5 

5. PATIENT AND PUBLIC VOICE STATEMENT ........................................................... 6 

6. GOVERNANCE ARRANGEMENTS ........................................................................... 6 

7. LEARNING DISABILITY DEATHS  IN ROTHERHAM NOTIFIED TO                                    
THE LEDER PROGRAMME ....................................................................................... 6 

8. RECOMMENDATIONS MADE BY REVIEWERS FOR LOCAL ACTION ................... 8 

9. LOCAL PRIORITIES AND THE EVIDENCE BASE THAT SUPPORTS THEM .......... 8 

10. STRATEGIC ACTION PLAN AND PROGRESS AGAINST IT ................................... 9 

11. MEASUREMENT STRATEGY .................................................................................... 9 

12. PERFORMANCE AGAINST NATIONAL TARGETS .................................................. 9 

13. OUTCOMES AND ACHIEVEMENTS ......................................................................... 10 

14. THE LEDER ECHO PROJECT ................................................................................... 10 

15. FUNDING ................................................................................................................... 10 

16. FUTURE PLANS ........................................................................................................ 11 

APPENDIX 1 - GLOSSARY ................................................................................................... 12 

 

 
 
 
 
 
 
 
 
 
 
 
 



 

   Page 4 

 

1. EXECUTIVE SUMMARY 
 

To date there have been four annual reports pertaining to the English Learning Disability Mortality 
Review (LeDeR) programme which commenced in July 2016. 
The England wide annual LeDeR reports present information about deaths of those with 
learning disabilities aged four and over notified to the programme from July 1 2016 to 
December 31 2019. 

The programme was established to support local areas to review the deaths of individuals with 
learning disabilities, identify learning from those deaths and to take forward the learning in to 
service improvement initiatives. The programme is delivered by the University of Bristol and 
commissioned by the Healthcare Quality Improvement Partnership (HQIP) on behalf of NHSE&I. 
It is a joint health and social care project, involving healthcare providers across the health 
economy, Local Authority (LA) and Clinical Commissioning Groups (CCGs). 

The LeDeR programme collates and disseminates anonymised information emerging from 
completed reviews in order that common themes, learning and recommendations can be 
cascaded and embedded in both policy and local service improvements. 

A fundamental aim of LeDeR is to ensure that reviews of deaths lead to reflective learning which 
underpins health and social care service improvements. 

LeDeR reviews are not investigations of care, they aim to promote learning and therefore 
improve care. 

Across Rotherham since the LeDeR programme started in the summer of 2016 there have been 
41 deaths notified of which 37 reviews have been completed: There were  14 deaths of 
individuals with a learning disability notified to the LeDeR programme  during 2019: This annual 
report will focus primarily on the 2019 deaths in Rotherham. 

Of the 14 notifications of deaths 12 reviews have been completed: The two yet to be completed 
are likely to progress to a multi- agency review (MAR).  

Although two reviews aren’t concluded it has been possible to partially include them w ithin the 
analysis and findings given that age at death, reported cause of death, ethnicity etc… are known. 

The 14 reviews indicate that the mean age of death in 2019 in Rotherham was 54 years, with all 
notified deaths within this year being in respect of adults.  

The median (middle) age of death for males in Rotherham was 58 and for females the median 
was 46. This is lower than the 2019 national learning disability median age of death for males 
which was 61 years and for females 59 years. 

Of the 14 notifications, nine pertained to males and five to females and all were white British. 

By far the most frequent reported cause of death in Rotherham was aspiration pneumonia which 
accounted for five deaths, followed by other respiratory causes reported for three deaths and one 
attributed to bacterial pneumonia. National LeDeR findings for 2019 indicate that bacterial 
pneumonia was by far the most frequent reported cause of death followed by aspiration 
pneumonia. 

Locally the aim is to maintain the consistently high quality of reviews in Rotherham and to ensure 
that learning from the reviews are embedded in to practice and service improvement, 
transforming provision for people with learning disabilities with the ultimate aim of reducing health 
inequalities. 
 

2. INTRODUCTION TO THE LEDER PROGRAMME AND WHAT IT MEANS IN THE LOCAL AREA 
 

The persistence of health inequalities between different population groups has been well 
documented including the inequalities faced by individuals with learning disabilities. The disparity 
between the age at death for individuals with a learning disability (aged 4 and over) and the 
general population (all ages) in 2019 was 22 years for males and 27 years for females: This is 
one year less disparity between age at death of learning disabled men in year, compared with 
males in the general population. 
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The LeDeR programme was established to support local areas to review the deaths of people 
with learning disabilities, to identify learning from those deaths, and to take forward that learning 
in to action to influence service improvement across the local health and social care economy. 

The LeDeR programme has developed a review process for the deaths of individuals with 
learning disabilities. All deaths notified to LeDeR receive an initial review. In instances where the 
review highlights areas of concern regarding the care of the individual who has died, or if it is 
perceived that there could be further learning, a multi-agency review (MAR) is convened. 

Key processes to deliver mortality reviews of individuals with learning disabilities have been 
embedded locally which includes a monthly LeDeR Steering Group that has been established 
since the spring of 2019, with the Head of Mental Health Complex Case Management Chairing 
and taking the strategic lead. 

Rotherham Clinical Commissioning Group have developed a robust quality assurance process to 
ensure that reviewers are supported and that essentially the system consistently delivers high 
quality timely reviews: Each review is allocated by the local area contact (LAC) to an appropriate 
LeDeR reviewer and whenever practicable a “buddy” reviewer is identified to provide support if 
required. New reviewers are encouraged to shadow experienced reviewers. A quarterly LeDeR 
reviewer peer forum is held, during which reviewers share good practice examples and support 
each other. 

There have been a number of ongoing challenges to the delivery of the programme locally which 
include the timeliness within which mortality reviews have been completed, largely influenced by 
five key factors: low number of LeDeR trained reviewers, all of which are nurses; retention of 
trained reviewers; lack of buy in from the Local Authority; trained reviewers not having sufficient 
time away from their other duties in order to be able to complete mortality reviews in a timely 
manner and the process not previously having been mandated. 

More recently a significant challenge to the delivery of the local LeDeR programme has been the 
impact of Covid-19. During the pandemic reviewers were redeployed to support other areas of 
the NHS which meant that no new reviews were allocated nor were previously allocated reviews 
completed.  

The monthly LeDeR Steering Group meetings did not take place between March and August 
2020 due to the redeployment of reviewers.  

 
3. STATEMENT OF PURPOSE AROUND LEDER IN ROTHERHAM 

 
The aim of the local LeDeR programme is to build on the collaborative approach already 
established across Rotherham. 

Doing so will ensure that learning and recommendations from reviews are disseminated and that 
meaningful change and service improvements are brought about, that ultimately contribute to 
addressing the health inequalities and premature deaths amongst the learning disability 
population of Rotherham. 

 
4. ACKNOWLEDGEMENTS AND STATEMENT OF HOW THE LOCAL LEARNING DISABILITY 

COMMUNITY HAS BEEN INVOLVED IN THE LEDER PROGRAMME AND THE PRODUCTION 
OF THE ANNUAL REPORT 

 
The depth and breadth of knowledge and understanding gleaned from the 41 LeDeR reviews 
would not have been possible to gather together to shape reflection and service improvements 
without the commitment of the local LeDeR reviewers. 
LeDeR reviewers ensure that families and those who knew the individual well are an integral 
part of the review process.  
 

This annual report has been compiled by the lead Rotherham LAC due to the current Covid-19 
restrictions: Subsequent LeDeR annual reports will be coproduced. 
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5. PATIENT AND PUBLIC VOICE STATEMENT 
 
A key aim of the LeDeR programme is that of meaningful family engagement in the process: 
This is something we do well in Rotherham. That said, family involvement may oftentimes be 
variable. Some families are very involved, others do not wish to be involved, and in latter 
instances reviewers work with care staff who knew the person with a learning disability well, to 
understand their life, as well as the circumstances leading up to their death. 
 

6. GOVERNANCE ARRANGEMENTS 

 
The LeDeR programme is part of the national Transforming Care Partnership (TCP) programme 
and as such local LeDeR performance is reported to NHSE&I.  

At a CCG level monthly LeDeR updates are fed in to the patient safety and quality assurance 
meeting which in turn informs the CCG Governing Body. 

Rotherham CCG has an established monthly LeDeR Steering Group at which relevant guidance, 
annual reports and related publications are discussed and disseminated, learning from completed 
reviews are explored and new reviews are allocated to reviewers. 

A quarterly peer review forum is held for reviewers to meet to support each other and share good 
practice. 

Rotherham CCG has a second LAC who attends the monthly Steering Group meeting though 
does not contribute to the review process. 

There are plans for the Integrated Care System LACs to review each other’s reviews as a further 
layer of governance and quality assurance, though as yet this has not commenced. 

The regional LeDeR team also randomly quality assure completed reviews.  
 

7. LEARNING DISABILITY DEATHS  IN ROTHERHAM NOTIFIED TO THE LEDER PROGRAMME  

 
From July 1 2016 to December 31 2019 7,145 deaths of individuals with a learning disability have 
been notified to the LeDeR programme, 6,629 adults and 516 children: Of these deaths, 41 were 
in Rotherham, 40 adults and one child. 

Table 1 below illustrates deaths in Rotherham amongst those with a learning disability reported 
to LeDeR each year to date.  

 

Year Number Of Death Notifications 

2016 1 

2017 11 

2018 15 

2019 14 

 
Across England by December 31 2019 the LeDeR review process had been completed for 45% 
of deaths: In Rotherham, of the 41 deaths notified to LeDeR, 37 reviews have been completed. 

Of the 45% of national completed reviews 6% progressed to a MAR in comparison to Rotherham, 
where to date none have progressed to a MAR. It is however anticipated that at least two of the 
incomplete reviews will progress to a MAR. 
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Table 2 below illustrates the numbers of male and female deaths by age range during 2019.  

 

 

All 14 deaths during 2019 pertained to adults that were white British. 

By far the most frequent primary reported cause of death in Rotherham was aspiration 
pneumonia which accounted for five deaths, followed by other respiratory causes reported for 
three deaths and one attributed to bacterial pneumonia. National LeDeR findings for 2019 
indicate that bacterial pneumonia was by far the most frequent reported cause of death followed 
by aspiration pneumonia. 

The 2019 England wide LeDeR annual report states that the most frequently reported underlying 
cause of death was in ICD-10 chapter of diseases of the respiratory system. Notably this is the 
third frequently reported category of cause of death in the general population.  

The five other primary reported causes of death were cardiac arrest, Alzheimer’s, bowel cancer, 
chronic kidney disease and complications of chronic neurological injury.  

In 2019 in Rotherham eight of the deaths occurred between the months of January to March, four 
of which were attributed to either aspiration pneumonia or other respiratory causes: Cardiac 
arrest, Alzheimer’s, chronic kidney disease and bowel cancer were primary causes of the other 
four deaths.  

Between April, May and June one death was attributed to aspiration pneumonia, in addition to 
two deaths between the months of July, August and September. 

During October, November and December one death was reported due to complications of 
chronic neurological injury, one aspiration pneumonia and one bacterial pneumonia. 

Eleven of the 14 deaths were in hospital, three individuals died in their usual place of  residence 
whilst none died in a Hospice.   

Four individuals had mild learning disability, six had moderate learning disability and four had a 
profound learning disability. 

The England wide LeDeR 2019 annual report noted that 69% of deaths of people with profound 
and multiple learning disabilities died in hospital. Conversely, in Rotherham, 66% of those with a 
profound learning disability died in their usual place of residence. 

For all individuals for whom it was relevant, all had an appropriately documented DNACPR in 
place and when appropriate, an End of Life pathway. 
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50% of the individuals reviewed in Rotherham had had an annual health check  which is 
significantly lower than would be expected, in addition to which it is unclear as to the positive 
outcomes having had one made to the individual’s health and wellbeing. 

Only four of the 14 individuals in Rotherham had accessed age and gender appropriate health 
screening.  

Of the 14 individuals one was prescribed antidepressants and three were prescribed 
antipsychotics which may indicate that locally the STOMP/STAMP initiative is effective. 

One person was noted to have Autism and a learning disability. 

In one instance the LeDeR reviewer graded the level of care the individual with a learning 
disability received as “excellent”, on 11 occasions the care was graded as “good” and in 
two instances the reviewer perceived the level of care as falling short. 

Although the level of care was perceived by the reviewer as “good” an individual with Down’s 
syndrome was noted to reside in a home where there were no learning disability trained staff nor 
any other residents residing there with learning disabilities. 

The two Rotherham 2019 reviews not yet completed are attributed to delays in family 
engagement due to translation in one instance and in the other a Section 42 investigation is being 
undertaken by the Local Authority which it is felt needs to be concluded ahead of the LeDeR 
review being finalised. 
 

8. RECOMMENDATIONS MADE BY REVIEWERS FOR LOCAL ACTION 
 

Amongst the recommendations made by LeDeR reviewers were the need to raise awareness via 
training of the “soft signs” of changes in physical health in order to enable earlier diagnosis and/or 
treatment amongst the learning disability population. 

There is a need to raise awareness amongst carers of the proactive management of constipation 
for those for whom they care. 

Completion of MCA assessment and associated documentation was found to be inconsistent in 
several care homes and at The Rotherham Foundation Trust, therefore further training re MCA 
across the Rotherham Place may widely be beneficial. 
 

9. LOCAL PRIORITIES AND THE EVIDENCE BASE THAT SUPPORTS THEM 

 
A strategic action plan of local priorities will be developed and discussed at the next planned 
LeDeR Steering Group which will incorporate SMART objectives pertaining to the following: 
 

 It is clear that, not only throughout 2019, the local LeDeR programme is not reaching BAME 
communities, doing so is therefore a priority given the additional health inequalities amongst 
these communities  

 Work needs to be undertaken locally to better understand the causation and reduction of 
aspiration pneumonia, including earlier referral to Speech and Language Therapists and 
Dieticians to minimise choking and swallowing risks as well as dysphasia assessments, 
given that aspiration pneumonia is the most frequently reported cause of death across all 
age ranges in Rotherham   

 In conjunction with increasing the quality and quantity of annual health checks there needs 
to be measurable evidence that AHCs locally improve health outcomes and reduce 
premature mortality of individuals with a learning disability 

 To ensure representation at the regional NHSE&I strategic health inequalities group to 
ensure local service development 

 To further enhance links between the local LeDeR programme and Child Death Overview 
Panel to ensure deaths of children with a learning disability in Rotherham are notified to the 
Bristol LeDeR programme 

 To continue to contribute to the ICS LeDeR ECHO programme and to support training such 
as RESTORE2 to enable earlier identification of ill health amongst the learning disability 
population locally 
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 To work collaboratively with the Lead for MCA and DoLS at TRFT and RMBC regarding 
further awareness raising of the importance of MCA assessments and associated 
documentation 

 To recruit and retain more LeDeR reviewers, ideally from backgrounds other than nursing to 
enhance the quality of the local LeDeR offer and to prevent “fatigue” within the current 
cohort of reviewers 

 To consistently allocate and complete LeDeR reviews within six months of notification to 
achieve the required level of responsiveness and performance 

 To increase stakeholder involvement in the local LeDeR offer to promote wider collaboration 

 To develop admin support to enable collation of GP records, hospital files etc… prior to 
allocation of reviews to support reviewers to complete reviews within the required timeframe 

 To continue to support local initiatives focussing on reduction of premature mortality and 
health inequalities within the learning disability community of Rotherham 

 To evaluate the role of the second LAC 

 To formalise links with RMBC safeguarding colleagues and LeDeR locally to ensure 
increased cohesiveness. 
 

10. STRATEGIC ACTION PLAN AND PROGRESS AGAINST IT 

 
Please refer to the local priorities and the evidence base that supports them section above. 

 
11. MEASUREMENT STRATEGY 

 
Please refer to the local priorities and the evidence base that supports them section above and 
the performance against national targets section below. 

 
12. PERFORMANCE AGAINST NATIONAL TARGETS 

 
CCG LeDeR performance sits with the Chief Nurse who in collaboration with the Head of Mental 
Health Complex Case Management ensure that local, regional and England wide requirements 
are met. 
 
There are 4 key statements NHSE&I require each CCG to report against in determining how well 

we are doing in respect of local delivery of the LeDeR programme. 
 

These statements are: 

1.  Each CCG must be a member of a learning disabilities mortality review (LeDeR) Steering 

Group, and have a named person with lead responsibility.  

 The CCG Chief Nurse has responsibility for local LeDeR performance, assisted at 
anoperational level by the Head of Mental Health Complex Case Management. 

2.  There must be a robust CCG plan in place to ensure that LeDeR reviews are undertaken 

within six months of a notification of a death in its area. 

 Reviews are allocated to appropriate reviewers in a timely manner by the LAC and every 
effort is taken by reviewers to ensure that each review is completed within the required 
timeframe. For example, in instances where there have been delays in completion of 
reviews  these have been attributed to a Local Authority Section 42 enquiry or in a 
previous year to a  Child Death Overview Panel (CDOP). 

3.  CCGs must have systems in place to analyse and address the issues and 

recommendations  arising from completed LeDeR reviews. 

 Completed reviews and associated learning and recommendations are discussed at the 
monthly LeDeR Steering Group in addition to discussion at the quarterly peer review forum 
where reviewers also share their experiences and findings. 
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4.  An annual report, detailing the findings of local LeDeR reviews and the actions taken must 
be  submitted to the appropriate Board/Committee for all statutory partners, demonstrating 
action taken and outcomes from LeDeR reviews. 

 This annual report will be disseminated to the Rotherham Safeguarding Children’s 
Partnership and Rotherham Safeguarding Adults Board, the local LeDeR Steering Group 
and with wider stakeholders following ratification by the CCG.   

 
13. OUTCOMES AND ACHIEVEMENTS 
 

Rotherham proactively contribute to and participate in a range of initiatives aimed at addressing 
health inequalities for individuals with learning disabilities and autism across the South Yorkshire 
and Bassetlaw Integrated Care System (ICS). 

Which includes an established health inequalities working group that specifically look at what we 
can do to work together as a system and share best practice to improve our pathways, provision 
and more importantly raise awareness. 

There are a number of projects across the ICS, where we are working in collaboration to address 
the health inequalities that our learning disability and autism population are still facing.  
 

14. THE LEDER ECHO PROJECT 

 
Utilising the ECHO platform a series of ECHO modules will be delivered to learning disability and 
autism care settings including residential and supported living which will increase the knowledge, 
competency, and confidence of families, carers, and services across the ICS.  Focussing on the 
key findings and recommendations from the LeDeR reports including the following which will be 
phase 1 of the project:        
 

 Dysphasia/posture         

 Sepsis awareness         

 Epilepsy and seizure control           

 Constipation management 
 

These sessions will also be available to GP practices, other clinicians and family carers. 
 

SAMI/RESTORE 2 Project 
 

To complement the above project, we will be rolling out SAMI (including RESTORE2) training 
which is an accredited training programme.  The programme offers education and training for 
care support staff within care settings, supported living, care homes and domiciliary care.  
Carers are taught to recognise measure and report changes to an individual’s health status at 
an early stage, thus preventing deterioration in that person's health and wellbeing and avoiding 
preventable deaths in line with the LeDeR programme.  The aim of the project to identify early 
signs of illness, prevent unnecessary hospital admissions/attendances at A&E, reduce stress 
for the cared for person, increase confidence of carers, improved communication with primary 
care and urgent care services.  We will also be providing calibrated equipment including 
Oximeters, blood pressure machines, thermometers and clinical watches.  This work will also 
link in with the national Oximeter Pilot. 

 
15. FUNDING 
 

The LACs and reviewers contributing to the LeDeR programme in Rotherham undertake LeDeR 
work within their substantive roles. There are currently no dedicated LeDeR focussed posts 
unlike most other CCGs. 
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16. FUTURE PLANS 
 

To develop a SMART strategic action plan as outlined above. 

In addition to the strategic action plan to promote cancer awareness, uptake of the flu vaccine 
and engagement with age and gender appropriate health screening amongst the learning 
disability population, their carers and primary care colleagues. 

Revisiting a conversation across the ICS to enable LACs to quality assure each other’s reviews 
adding an additional layer of governance. 

The LeDeR Steering Group membership needs to be broadened to include a wider range of 
stakeholders across the Rotherham Place. 

The local peer review forum currently only consists of Rotherham reviewers, the lead LAC will 
again extend an invite to LeDeR reviewers across the ICS to participate in the quarterly forum. 

Subsequent CCG annual LeDeR reports will be coproduced. 
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APPENDIX 1 - GLOSSARY 
 

AHCs Annual Health Checks 

BAME Black, Asian and Minority Ethnic 

CCG Clinical Commissioning Group 

CDOP Child Death Overview Panel  

DH Department of Health 

DoLS Deprivation of Liberty Safeguards 

GB Governing Body 

HQIP Healthcare Quality Improvement Partnership 

ICS Integrated Care System  

LA Local Authority 

LAC Local Area Contact 

LeDeR Learning Disability Mortality Review 

MAR Multi- Agency Review  

MCA Mental Capacity Act 

NHSE&I NHS England & NHS Improvement 

RMBC Rotherham Metropolitan Borough Council 

TCP Transforming Care Partnership  

TRFT The Rotherham NHS Foundation Trust 

 
 


