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Executive Summary 
 
This report examines the ‘Learning from Lives and Deaths; People with a learning disability and 

autistic people (LeDeR)’ programme activity within NHS West Yorkshire Integrated Care Board 

during the period of 1st April 2021 to 31st March 2022 and the emerging data. 

Themes and trends from the LeDeR reviews are presented and the activities of the hosted West 

Yorkshire service is also described within this report. 

When reading the findings of this report it should be kept in mind that the LeDeR programme is 

not mandatory so does not have complete coverage of all deaths of people with learning 

disabilities, that some data may be missing, particularly data relating to children, and that 

numbers in some sub-categories are small so must be interpreted with caution. 

The data analysed in this report relates to all the deaths reported, but in some cases, the 

reviews have not been finalised.  This may be due to statutory processes (Coronial, Child Death 

Overview Panel, structured judgement reviews etc) or the review may still be being completed 

by a reviewer at the time of this report.  However, in those cases where information such as 

gender and ethnicity were available, they have been included in this report. This accounts for 

any difference in the numbers of reviews being included in data sets. 
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1 About LeDeR   

The Learning Disabilities Mortality Review (LeDeR) programme was established in 2016 as a 

result of one of the key recommendations from the Confidential Inquiry into Premature Deaths of 

People with Learning Disabilities (CIPOLD, 2013). 

Now called; Learning from Lives and Deaths, People with a learning disability and autistic 

people (LeDeR) is a service improvement programme for people with a learning disability, 

autism, or both. 

It is well established that has shown that on average, people with a learning disability and 

autistic people die earlier than the general public, and do not always receive the same quality of 

care as people without a learning disability or who are not autistic. 

We want to change this. A LeDeR review looks at the key episodes of health and social care the 

person received that may have affected their overall health outcomes. The review looks for 

areas that need improvement and areas of good practice. Examples of good practice are shared 

across the country with the aim to reduce inequalities in care for people with a learning disability 

and autistic people and reduces the number of people dying sooner than expected. 

So far, nationally, LeDeR has completed over 9000 reviews and found out lots of information 

and learning on the best way to carry out these reviews. LeDeR uses the data and evidence to 

make a real difference to health and social care services across the country. 

Family often know the most about the care the person who died received. Their experience of 

services will influence high quality care and areas for improvement. This will also help learning 

and improve services for other people. 

Families will be informed when a review is undertaken and will be invited to contribute 

information about the person who died. They will also be offered an opportunity to comment on 

the draft review and offered a copy of the completed review. 

The LeDeR programme also works alongside different review processes for people who die. For 

example: 

 child death review 

 safeguarding adults’ review 

 review of deaths of people in hospitals 

The information provided is used in addition to the review standards applied by the LeDeR 

programme. 

 

In January 2022 the LeDeR programme added autism, with no learning disability, as a qualifying 

condition for a LeDeR mortality review.  Within 2021/22 the hosted service only had 1 

notification of the death of someone for this category. 

*For a death to meet the requirements of the LeDeR programme the deceased person will need to have a 

formal, clinical diagnosis of learning disabilities, autism or both 
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2 The LeDeR programme West Yorkshire hosted service  

 

This is the third Learning from Lives and Deaths, People with a learning disability and autistic 

people (LeDeR) programme annual report from NHS Clinical Commissioning Groups (CCGs) 

and the first joint West Yorkshire CCGs’ annual report.  

Locally the LeDeR programme is hosted by Bradford District and Craven Clinical 

Commissioning Group (CCG).  From July 1, 2022, this organisation became the Bradford and 

Craven Health and Care Partnership. The report is based on findings from the period of the time 

that the organisation was operating as a CCG and therefore reference is made to CCGs in the 

report. The CCG’s executive lead for LeDeR is the Strategic Director of Quality and Nursing. 

This report has been written by NHS Bradford District and Craven CCG on behalf of the following 

CCGs:  

 NHS Bradford District and Craven Clinical Commissioning Group  

 NHS Calderdale Clinical Commissioning Group 

 NHS Kirklees Clinical Commissioning Group 

 NHS Leeds Clinical Commissioning Group  

 NHS Wakefield Clinical Commissioning Group  

 

The senior manager who oversees the LeDeR process is the Local Area Contact (LAC), who 

ensures that the systems and processes are functional and that each review is fully quality 

assured before being submitted for completion.   

 

LeDeR reviews are undertaken by a team of health professionals with relevant clinical 

experience. Within the team, reviewers are line-managed by a LeDeR review facilitator who 

provides supervision, mentorship, and guidance; alongside buddy reviewers who have a 

substantial experience of completing reviews. Buddy reviewers offer practical support and 

advice and, where appropriate, specialist clinical experience e.g., in palliative care or forensic 

services. 

 

The team is supported by an administrator who works closely with the LeDeR review facilitator 

to keep reviews on track and is also responsible for collating the data, both locally and 

regionally. The administrator has an essential function in collecting clinical and social care 

information to enable the reviews to be completed and is a single point of contact for LeDeR 

across a variety of health settings. 
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2.1 Initial reviews 

Once the hosted service receives the details of someone’s death, the review process begins 

and should be completed within in six months. Sometimes it will not be possible to complete the 

review in 6 months because there might be other processes underway, such as a Coroner’s 

inquest or other investigation. A LeDeR review waits until all these other processes have been 

completed before it can be completed. 

A reviewer will perform an initial review which includes: 

• speaking to the family member or someone close to the person who died. This allows the 

reviewer to build up a picture of their life and understand more about the person. The 

reviewer might also speak to someone they lived with or a carer who they were close to 

• a detailed conversation with the GP or a review of the persons GP records 

• a conversation with at least one other person involved in the care of the person who died 

 

2.2 Focussed reviews 

 

Following completion of an initial review, the reviewer and the LAC decide if a focused review 

needs to happen.  

A focused review will usually be undertaken if: 

• the reviewer finds areas of concern or things they think we can learn from 

• the person is from a Black, Asian or minority ethnic background  

• the person was autistic with no learning disability 

• the person had been under mental health or criminal justice restrictions at the time of 

death or 5 years previously 

There are also prompts available for the reviewer to consider if a focused review should be 

initiated. 

A family member can always ask us to complete a focused review. A conversation will take 

place between the family and the reviewer about the expected outcome of this focussed LeDeR 

review. 

 

2.3 Deaths of children 

 

Where a child aged under 18 years dies, a statutory process undertaken by Child Death 

Overview Panels (CDOP) is initiated.  This is a multi-disciplinary review of the time leading up to 
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and the causes of the child’s death.  This will be the primary review process for children with 

learning disabilities and autistic children; the results are then shared with the LeDeR 

Programme.  

2.4 Patient notes received from GP practices 

At the start of the review process, the GP practice of the person who died is contacted 

requesting a detailed copy of the electronic patient notes.  There is variation in the 

completeness of the notes received from GP practices.  A standardised request is sent, 

specifying a complete record for the previous 12 months. Where a complete record is not sent 

this can lead to variation in the level of information available to reviewers.  The notes received 

may lack detail for example in the uptake of annual health checks, vaccination, and health 

screening.   

 

 

3 Changes to the LeDeR programme in 2021 

In June 2021 national management of LeDeR notifications and review documentation 

transferred from the University of Bristol (UoB) to NHS England/NHS Improvement (NHS E/I).  

This entailed transferring all LeDeR review information from the UoB web-based platform to the 

new NHS E/I web-based platform.   

This transfer offered NHS E/I the opportunity to review the LeDeR process and reviews.  In the 

new system, all reviews undergo an ‘initial review’, and subsequently some of these cases may 

trigger the criteria (see 2.2 above) progressing the review to a more in-depth ‘focussed review’.  

The format of the review documentation also changed to reflect the new process. 

All reviews completed prior to June 2021 were also transferred to the new platform, so 

information was not lost. 

From January 2022 the LeDeR programme began to include deaths of people who had autism, 

with no learning disabilities.  The programme had always accepted notifications for people who 

had learning disabilities and autism. 

 

4 The West Yorkshire Hosted Service 

The LeDeR West Yorkshire Hosted Service is facilitated by Bradford District and Craven CCG 

and has completed reviews in collaboration with and on behalf of the five CCGs in the West 

Yorkshire region.  The service is provided by the Bradford District and Craven CCG’s LeDeR 

team, as described in Section 2 above. 
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In 2021/22 the West Yorkshire Hosted Service (the hosted service) team had 127 notifications 

of deaths for review.  A breakdown of these 127 reviews is illustrated below. 

Table 1:    Notifications of deaths to the LeDeR platform 

CCG Notifications 2021/22 

Bradford District and Craven CCG 37 

Calderdale CCG 6 

Kirklees CCG 26 

Leeds CCG 42 

Wakefield CCG 16 

TOTAL 127 

 

Of the 127 reviews notified to the Hosted Service in the year 2021/22, 92 of these were closed 

within that year. The remaining 35 reviews may still be incomplete due to: 

 on hold, due to awaiting the outcome of statutory processes (Coroner’s inquest, CDOP, 

structured judgement reviews, police investigations etc.) 

 awaiting GP or other notes 

 progressing to a focussed review and focussed review panel 

 notified to the hosted service later in the 2021/22 year, and therefore undergoing 

completion by the reviewer within the six month completion timescale 

4.1  The local population 

There are approximately 2,345,000 people living in West Yorkshire, living in an area that covers 

the areas of Bradford, Calderdale, Kirklees, Leeds, and Wakefield. (source: 3 Estimates of the 

population for the UK (ons.gov.uk)) 

There is no definitive record of the number of people with learning disabilities in England as no 

government department collects comprehensive information on the presence of learning 

disabilities in the population and learning disabilities are not recorded in the decennial Census 

of the UK population 

The report People with learning disabilities in England 2015 suggests that by combining 

information available, at that time, 2.5% of children and 2.15% of adults have learning 

disabilities.  Data from GP records shows only 0.5% of the population are flagged as having a 

learning disability. (source; 4 Health and Care of People with Learning Disabilities 2020/21, NHS 

Digital)  This means that across West Yorkshire there are about 11,700 people identified as 

having learning disabilities on GP records, but there could be up to 50,400 people with learning 

disabilities. 

 

https://www.ons.gov.uk/peoplepopulationandcommunity/populationandmigration/populationestimates/datasets/populationestimatesforukenglandandwalesscotlandandnorthernireland
https://www.ons.gov.uk/peoplepopulationandcommunity/populationandmigration/populationestimates/datasets/populationestimatesforukenglandandwalesscotlandandnorthernireland
https://digital.nhs.uk/data-and-information/publications/statistical/health-and-care-of-people-with-learning-disabilities/experimental-statistics-2020-to-2021
https://digital.nhs.uk/data-and-information/publications/statistical/health-and-care-of-people-with-learning-disabilities/experimental-statistics-2020-to-2021


 
  9 

 

 



 
  10 

 



 
  11 

 

5 Analysis of deaths notified to the West Yorkshire hosted service 

This section discusses the notifications for West Yorkshire. 

For place-based information see sections 8 to 12 relating to individual areas   

 

5.1 Gender 

The gender of the cases notified to the hosted LeDeR service can be seen in table 2 below. 

Table 2:  Gender of deaths of notified to the hosted service 

 Gender 

 male female 

Deaths notified the hosted service 60% (n=76)  40% (n=51) 

Bradford district and Craven 68% (n=25) 32% (n=12) 

Calderdale 83% (n=5) 17% (n=1) 

Kirklees 73% (n=19) 27% (n=7) 

Leeds 50% (n=21) 50% (n=21) 

Wakefield 38% (n=6) 62% (n=10) 

 

The deaths reported to the hosted service do not reflect the general population demographic 

across West Yorkshire, where the split is 49% male, 51% female.  For Bradford, Calderdale, 

and Kirklees the reported deaths are higher in males, the Leeds reported deaths reflect the 

national demographic split, and Wakefield’s reported deaths are higher in females.   

5.2 Age at death 

The average age at death for cases notified to the hosted service in 2021/22 is 56 years for both 

males and females, compared to the general population which is 79.0 years for Males and 82.9 

years for females 

The LeDeR national report (2021-22) found that the average age of death for people with 

learning disabilities was 62. However, as discussed above we recognise that not all people are 

referred to the LeDeR programme and therefore we have also drawn some comparisons from 

the latest figures from NHS Digital (2019) and the ONS (2018/20). 

A comparison of the areas across West Yorkshire can be seen in table 3 below. 
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Table 3:  Average age at death for notifications to the hosted service 

 Gender 

 male female 

Notifications to the West Yorkshire hosted service 56.3 years 56.2 years 

Bradford district and Craven 56.0 years 49.0 years 

Calderdale 76.0 years 59.0 years 

Kirklees 52.2 years 47.7 years 

Leeds 59.9 years 57.9 Years 

Wakefield 56.2 years 65.3 Years 

 

Table 4:  Average age at death for notifications to the hosted service compared with national 

average age of death 

 
Gender 

male female 

Notifications to the West Yorkshire hosted service 56.3 years 56.2 years 

Learning disabilities nationally 1* 66 years 67 years 

UK general population 2* 79.0 years 82.9 years 
1 Condition Prevalence (2019) - NHS Digital 
2 life expectancy in the UK (2018/20) - (ons.gov.uk) 

Comparison with mean ages at death regionally and nationally (table 4 above) suggests that for 

people with a learning disability, autism or both: 

 males are dying 22.7 years sooner than males nationally 

 females are dying 26.7 years sooner than females nationally 

When the age at death for different ethnic groups is analysed (table 5) there are limitations on 

the reliability of the data due to possible under-reporting of deaths of people from an ethnicity 

other than white (see also section 5.3) 

 

Table 5:  Age at death by ethnicity, as notified to the West Yorkshire hosted service 2021/22 

 Average age at 

death 

Number of 

deaths 

Asian/Asian British 37.3 years 13 

Black/Black British 58 years 1 

Mixed/multiple ethnic groups 19.8 years 4 

White 60 years 106 

All groups 56.3 years 127 

 

https://digital.nhs.uk/data-and-information/publications/statistical/health-and-care-of-people-with-learning-disabilities/experimental-statistics-2018-to-2019/condition-prevalence#life-expectancy
https://www.ons.gov.uk/peoplepopulationandcommunity/birthsdeathsandmarriages/lifeexpectancies/bulletins/nationallifetablesunitedkingdom/2018to2020#:~:text=1.-,Main%20points,period%20of%202015%20to%202017.
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5.3 Ethnicity 

The ethnicity of all notifications was recorded to the hosted service for 2021/22. 

West Yorkshire is an ethnically diverse area, with Bradford having the largest proportion of 

people of Pakistani ethnic origin in England. (source:3 jsna.bradford.gov.uk/The population of 

Bradford District).  Across West Yorkshire, Bradford has the highest proportion of BAME residents 

(31.2%) and Craven the lowest (3.6%)  

A breakdown of the ethnicity of notifications to the West Yorkshire hosted service can be seen 

in table 6. (source: Population estimates by ethnic group (ons.gov.uk)) 

Table 6:  Ethnicity as notified to LeDeR and ethnicity in the district 2021/22 

 West Yorkshire general 

population 

demographics  

LeDeR notifications to 

hosted service 

Asian/Asian British 11% 10.5% 

Black/Black British 1.8% 0.8% 

Mixed/multiple ethnic groups 1.6% 3.2% 

Other ethnic groups 1.1% 0% 

White  84.5% 85.4% 

 

The table above illustrates the breakdown of the ethnic groups in West Yorkshire; compared to 

the number of deaths reported to LeDeR in 2021/22. The data informs us that the demographics 

broadly reflect the West Yorkshire demographics for the ethnic groups who have a diagnosis of 

learning disability or autism, with some slight variation in mixed/multiple ethnic groups with a 

bias of 1.6% and with other ethnic groups with zero notifications. 

5.4 Annual health checks 

The NHS Long Term Plan aims to reduce health inequalities and offer people with learning 

disabilities an Annual Health Check with their GP if they are over the age of 14 and on their 

doctor’s learning disabilities register.  The Long Term Plan has set a target of 75% of eligible 

people having an Annual Health Check (source: Learning disabilities - Annual health checks - NHS).   

Table 7: Annual health check uptake for the 127 cases reported in 2021/22 

 number percentage 

Annual health check completed 73 64% 

Declined annual health check 6 5% 

No record of annual health check 35 31% 

 

The table above shows that of the records available to the reviewers 31% did not show whether 

there had been an annual health check offered, completed, declined, or not offered. 

https://jsna.bradford.gov.uk/documents/The%20population%20of%20Bradford%20District/1.1%20Demographics%20of%20Bradford%20District/Demographics%20of%20Bradford%20District.pdf
https://jsna.bradford.gov.uk/documents/The%20population%20of%20Bradford%20District/1.1%20Demographics%20of%20Bradford%20District/Demographics%20of%20Bradford%20District.pdf
https://www.ons.gov.uk/peoplepopulationandcommunity/populationandmigration/populationestimates/methodologies/populationestimatesbyethnicgroup
https://www.longtermplan.nhs.uk/areas-of-work/learning-disability-autism/
https://www.nhs.uk/conditions/learning-disabilities/annual-health-checks/
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Of the 79 of patients offered a health check there was an uptake of 92% (n=73).  This 

demonstrates the importance of GPs offering annual health checks and discussing the benefits 

with the person and their carers during consultations. 

The fact that 31% of reviews did not record whether there had been an annual health check 

suggests that there is a need for better recording of annual health check status within GP notes. 

5.5 Covid 19  

The period of this report covers the later phases of the pandemic during 2021/22, when all 

people with learning disabilities and autism were eligible for the Covid 19 vaccinations. 

Table 8: Covid 19 vaccination uptake 

 number percentage 

People with at least one Covid 19 vaccination  64 60% 

Declined Covid 19 vaccination 13 12% 

No record of Covid 19 vaccination in review 29 27% 

 

Of the 77 people that were recorded as being offered a Covid 19 vaccination there was an 

uptake of 83% (n=64).  Of the 13 people who declined vaccination it was noted in several cases 

that the vaccination was declined by the person’s family carer.  The reviewers identified during 

the review that this was not recorded as a best interest decision on behalf of the person, but a 

family member’s preference. 

NHS England states that as of August 2022, 91% of the population had received at least one 

dose of the Covid 19 vaccination (source: NHSE Covid vaccination statistics_ ).  The finding from 

local LeDeR reviews suggests that as 83% of people accepted Covid 19 vaccination, there may 

be a need for better recording of communication with GP practices and vaccination hubs, and 

more accessible information across the ICS made available for patients and their carers to 

enable them to make an informed decision and an opportunity to ask questions.  

Table 9: LeDeR reviews where Covid 19 is attributed as a cause of death in 2021/22 

 number percentage 

Deaths where Covid 19 is attributed 18 15% 

Deaths where Covid 19 is not attributed 106 85% 

 

The data available from reviews, in table 9 above, shows that 15% of deaths stated that Covid 

19 was a contributory factor. 

 

 

https://www.england.nhs.uk/statistics/wp-content/uploads/sites/2/2022/08/COVID-19-weekly-announced-vaccinations-18-August-2022.pdf
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Table 10: Deaths attributed to Covid 19 and vaccination status 

 number percentage 

Covid 19 deaths where person is vaccinated 8 44% 

Covid 19 deaths where person is not vaccinated 7 39% 

Covid 19 deaths where vaccination is not stated 3 17% 

 

Of the 15 deaths attributed to Covid 19, 47% (n=7) were not vaccinated and 53% (n=8) were 

vaccinated.  It is noticeable from the data that 75% of people who died from Covid 19 had 

received at least one Covid 19 vaccination also had several health complications, which may 

have contributed to their death from Covid 19 infection. 

5.6 Cause of death 

The cause of death has been attributed in all cases where the review has been concluded, and 

for most of the reviews still being undertaken this has also been attributed.   

The cause of death is shown in table 11, below. 

Table 11: cause(s) of death in reviews undertaken in 2021/22 

 number percentage 

Bronchopneumonia and chest infection 26 18% 

Aspiration 24 16% 

Heart disease and failure 20 14% 

Covid 19 18 12% 

Gastrointestinal disease, cancer, etc. 17 12% 

Sepsis 13 9% 

Alzheimer’s disease and dementia 8 5% 

Kidney disease 4 3% 

Stroke 3 2% 

Frailty 3 2% 

Epilepsy 3 2% 

Other conditions 7 5% 

total 146 100% 

 

As with the general population there may be several causes of death attributed to individuals 

with learning disabilities.  This accounts for the total number of causes of death, in the table 

above, being greater than the numbers of deaths reported. 

Deaths where respiratory disease is a contributory factor: bronchopneumonia, aspiration (this is 

when disability can affect eating and swallowing function, leading to aspiration of food into the 
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lungs causing infection) and Covid 19, is by far the greatest cause of mortality in deaths 

reported to LeDeR.  46% (n=68) of deaths reviewed were attributed to respiratory conditions. 

People with learning disabilities are more likely to also have additional physical disabilities and 

limitations.  Limitation on mobility and movement is a contributory factor to poor lung functioning 

and susceptibility to infection.   

The other main causes of death are heart disease and failure (14%), gastrointestinal conditions 

(12%) and sepsis (9%). 

 

5.7 Additional health conditions 

Analysis of the information reported in reviews shows that many people have several additional 

medical conditions that were not the cause of death, but are recorded in the information 

received from GPs, care providers and family members. 

The number of health conditions recorded in individual reviews is shown in table 12 below: 

Table 12: numbers of health conditions for individual reviews  

 

The graph above shows how many health conditions people had before death, as a percentage 

of all deaths reported to LeDeR, in West Yorkshire for 2021/22. The table also shows data taken 

from the 2021 national LeDeR report as a comparison. (source: 5 Learning from Lives and Deaths - 

people with a learning disability and autistic people (LeDeR) ) 

In West Yorkshire, of the people whose death was reviewed: 10% (n=12) had no recorded 

health conditions prior to death and 20% (n=24) had 5 or more health conditions.  The greatest 

group of reviews, at 25% (n=28), had 2 health conditions. 

It is notable that the findings for West Yorkshire closely follow the national figures, with 

exception of people with 5 or more conditions.  Here, 20% of the deaths reviewed fell into this 

https://www.kcl.ac.uk/research/leder
https://www.kcl.ac.uk/research/leder
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category and nationally this figure is 10%. 

Further analysis of this group of people shows that 8% of deaths (n=11) had 6 or 7 health 

conditions, and 12% (n=15) had 7 or 8 conditions. 

This data suggests that people with learning disabilities and autistic people in West Yorkshire 

are more likely to have 5 or more health conditions than their peer group nationally. 

 

5.8 DNACPR 

Of the reviews that had been commenced or completed, 109 had a record of whether a ‘do not 

attempt cardiopulmonary resuscitation’ (DNACPR) or ‘cardiopulmonary resuscitation’ (CPR) 

was made. 

Table 13: DNACPR status 

 number percentage 

Deaths where DNACPR decision was made 87 80% 

Deaths where a CPR decision was made 22 20% 

Total deaths where a decision was made 109 100% 

 

80% of deaths had a DNACPR decision made prior to death.  There are examples where the 

reviewer has commented that an appropriate decision was made either with the person, their 

carers/family or with the support of an Independent Mental Capacity Advocate (IMCA), and the 

associated documentation correctly completed and followed.  There were also cases where the 

reviewer commented that either the documentation was incorrectly completed or absent, or the 

opinion of the person, their carers/family or an IMCA was not sought.  There were two cases 

where the reviewer recorded that a DNACPR decision was made by an acute hospital, without 

any consultation.  This was noticed by a learning disability nurse in one case, and carers in the 

other.  The decision was reviewed in both cases. 

5.9 Place of death 

Table 14: Place where death occurred 

 number percentage UK % 

Deaths in acute hospital 74 60% 47% 

Deaths at home (inc. supported living) 20 16% 24% 

Deaths in care and nursing homes 23 19% 22% 

Deaths in a hospice 5 4% 6% 

Deaths away from home 2 1% 1% 

Total deaths where location is given 124 100% 100% 
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Table 14 shows that 60% of people died in an acute hospital, this is 13% higher than the 

general population (source: 4 Statistical commentary: End of Life Care Profiles (February 2018 update)) 

and the same as the national LeDeR findings (61%) . 

This increase in the percentage of hospital deaths means that fewer people die at home (or in a 

care home). 

 

5.10 Month of death 

The month that people died in is shown in table 15 below. 

Table 15: Month when death occurred

 

The dotted line in table 15 above, shows the monthly average of the month of death.  This 

shows that there are fewer deaths during the April to July period, when the weather is warmer.  

This is to be expected as there are a greater number of respiratory infections seen in the 

general population in the colder months, the ‘flu season’. 

 

  

https://www.gov.uk/government/statistics/end-of-life-care-profiles-february-2018-update/statistical-commentary-end-of-life-care-profiles-february-2018-update
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6 Positive practices 

There are many examples of positive practice that have been reported by reviewers.   

This has often been regarding end-of-life care, including; community health care teams, well 

planned palliative care and enabling the person to die peacefully at their usual home. 

Some examples of positive practices are: 

 Sensitive discussion with the person’s family, when the person reached the end of their 

life, supporting them to make an appropriate DNACPR decision. 

 A fracture clinic making reasonable adjustments for someone to attend with as little 

stress as possible. 

 Due to Covid 19 a person’s annual health check was done remotely and a new care plan 

for the person’s asthma was made. The GP showed how to ensure the face mask 

inhaler is used properly and how the staff could monitor its use. 

 Recognition that a patient in a hospital Emergency Department was moving towards the 

end of their life.  The patient rapidly received the palliative care they needed. 

 Good use of an Independent Mental Capacity Advocate (IMCA) by a hospital when it 

was recognised that a patient was needing end of life care. 

 A dedicated Covid 19 vaccination clinic was held for people with learning disabilities. 

 A district nursing team were noted as being responsive to changing needs and attending 

promptly when required. 

 Due to Covid 19 restrictions a GP made weekly phone calls regarding a patient when 

they could not make visits.  They were also responsive to the patient’s needs. 

 Good information and training given by community-based health team to care staff.  This 

allowed the person to die peacefully where they usually lived with their family present. 

 GP practices having identified practitioners for people with learning disabilities, when 

required. 

 

7 Learning and areas for improvement 

Areas for improvement within services that people have accessed continue to often be around 

mental capacity assessment, DNACPR decisions and lack of reasonable adjustments being 

made.  In some cases, reviewers were informed of immediate learning and changes being 

made, either for an individual, or across the wider system. 

Some learning points and areas for improvement from the LeDeR reviews have included: 

 Cardio-pulmonary resuscitation (CPR) was used by care staff when a resident stopped 

breathing.  The resident had an appropriate DNACPR decision in place, but the staff 

used CPR due to their shock and stress.  The service learned from this and 
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implemented a discrete way of having a bedside reminder for staff if this is needed 

again. 

 When someone was admitted to a hospital ward the hospital notes showed a diagnosis 

of Down’s Syndrome, which was wrong.  The hospital learning disabilities liaison nurse 

saw this and had the records changed. 

 A patient was moved to a new care home on discharge, but their family were not 

informed.  The person died without their family knowing. 

 DNACPR decisions have been made based on a person having learning disabilities or 

without their family, care staff or an advocate’s involvement.  This was noticed by a 

hospital learning disabilities liaison nurse who intervened on the patient’s behalf. 

 A DNACPR decision was made on behalf of someone with learning disabilities while 

they were waiting for an ambulance.  Discussing DNACPR earlier with the person, 

family, IMCA etc may be appropriate in some cases. 

 Examples of poor implementation of the Mental Capacity Act and assessment of a 

person’s capacity, especially around DNACPR decisions.  There are examples of poor 

or incomplete documentation and no record of who made the decision. 

 Poor discharge communication and communication with GPs has resulted in delay in 

changes to medication and care. 

 Several reviews identify that there is poor documentation of patients’ annual health 

checks in GP notes.  In these cases, there is little or no information available about what 

was discussed, or whether health checks were performed. 

 A death certificate stated that a contributory factor to a person’s death was morbid 

obesity.  There was no evidence that the GP discussed this with the person in their 

annual health check or other at other appointments. 

 A hospital review of someone’s death identified that there had been a delay in treatment.  

The hospital made an action plan to prevent this happening again. 

 There are instances where a Covid 19 vaccination, annual health check or health 

screening has been declined, but it not recorded whether there was any accessible 

information provided, discussion with the person or carers, or referral to a community 

learning disabilities service for support etc.  In one case the person’s main carer did not 

speak English, so there was poor interaction with health care providers. 

 Inappropriate discharge from hospital: 

o A patient was discharged from hospital, but was re-admitted within 24 hours and 

died 

o A patient was discharged to a care home they had not previously lived at, and 

died within 24 hours 

Areas for improvement within the LeDeR programme across West Yorkshire include: 

 Increasing awareness of the fact that the deaths of people with autism and no learning 

disability should be notified to the LeDeR platform, as there was only one notification 

within the period of this report 

 Analysis of the notifiers of deaths in each locality, to identify any gaps in notifications and 

develop and implement a plan to increase notifications 
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 Improve how the learning is shared across West Yorkshire 

An example of the ongoing action and improvement in Bradford district and Craven is 

the development of respiratory pathway ‘Keeping my chest healthy’ by the Learning Disabilities 

team at Bradford District Care Foundation Trust in response to avoidable deaths due to chest 

infections.  This includes a care plan with baseline readings and a pathway scoring.  A website 

is being devised, which will go live when funding becomes available. 

 

An example of the ongoing action and improvement in Calderdale is St Anne’s 

Community Services initiative ‘Unsafe swallow Project’ which identifies people with learning 

disabilities who may have swallowing risks and provides a series of training videos to train staff 

in supporting people with an aim of reducing dysphagia (swallowing difficulty) and decreasing 

the risk due to aspiration.  The videos were developed alongside people with learning 

disabilities and clinical professionals, such as speech and language therapists.  This has led to 

a reduction in hospital admissions due to aspiration. 

 

Examples of positive practices in Leeds has included; 

 Learning Disability matrons’ effective engagement with family and intervention with 

DNACPR decision making  

 Reasonable adjustments in the fracture clinic and Emergency department 

 District nursing/palliative care team early and effective response to needs 

 Good planning to support people to die at home 

 Timely and good recognition of end-of-life care needs 

Learning in Leeds has included the need for; 

 Improved capacity and best interest decision making and documentation 

 Improved best practice in DNACPR 

 Reduction in diagnostic overshadowing   

 Improved information on specific conditions available to care homes 

An example of the ongoing action and improvement in Leeds is the improvement work by 

Leeds is around the Bowel Care Resources and Tool Kit Catalogue aimed at supporting people 

with learning disabilities, families and carers to be able to identify and get help for conditions 

which may impact on both quality of life and life expectancy.  

 

8 Key priorities for 2022/23 

• Improve sharing the learning from all reviews  

• Improve embedding the actions from learning into the ICB and relevant workstreams and 

care settings 
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• Develop an effective system for sharing data with the recently established medical 

examiners to assist in meeting the standard recommended by the National Medical Examiner 

(2021); Medical examiners should actively monitor trends and patterns for further action/health 

planning response, including whether outcomes for patients and relatives of those from Black, 

Asian and minority ethnic communities differ from those of other communities (Royal College of 

Pathologists, 2021) 

 

 

 

 

 

https://www.rcpath.org/uploads/assets/72675084-5ed3-43a1-b518c61395dd1194/Good-Practice-Series-BAME-paper.pdf
https://www.rcpath.org/uploads/assets/72675084-5ed3-43a1-b518c61395dd1194/Good-Practice-Series-BAME-paper.pdf
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