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What is this report? 
 
 This is the third annual report reviewing the deaths of 
people in Newcastle and Gateshead who have died 
during 2020 and who also have a learning disability. 
This review is of high importance to Newcastle 
Gateshead Clinical Commissioning Group and is also a 
requirement as detailed in the NHS Long Term Plan 
(January 2019). 
 
 
 
 

The impact of health inequalities 
 
The persistence of health inequalities between different 
population groups has been well documented, including 
the inequalities faced by people with learning 
disabilities. Today, people with learning disabilities die, 
on average, 15-20 years sooner than people in the 
general population, with some of those deaths identified 
as being potentially amenable to good quality 
healthcare. 
 
 
 

 



 
 

The Learning Disabilities Mortality Review 
(LeDeR) 

 
 
The Learning Disabilities Mortality Review (LeDeR) 
programme was established to support local areas to 
review the deaths of people with learning disabilities, 
identify learning from those deaths, and take forward the 
learning into service improvement initiatives. It was 
implemented at the time of considerable spotlight on the 
deaths of patients in the NHS, and the introduction of the 
national Learning from Deaths framework in England in 
2017.  
 
The programme has developed a review process for the 
deaths of people with learning disabilities. All deaths 
receive an initial review; those where there are any 
areas of concern in relation to the care of the person who 
has died, or if it is felt that further learning could be 
gained, receive a full multi-agency review of the death. 
 
 
 
 
 

Key Processes and History 
 
Key processes to deliver mortality reviews of people 
with learning disabilities have been established in 
Newcastle Gateshead with a local steering group 
established since Jan 2018. The Director of Nursing, 
Patient Safety and Quality from the Clinical 
Commissioning Group (CCG) chairs and takes the 
Strategic lead for this area of work. The CCG has 
developed a robust quality assurance process to 
ensure that reviewers are supported, and that 
ultimately the system delivers high quality reviews and 
shares the lessons learned across local systems 
feeding into both North East and Cumbria and 
Nationally 
 
 

 
 
 



The Challenge 
 

The most significant challenge to the delivery of the 
programme has been the timeliness with which mortality 
reviews have been completed, largely driven by the limited 
resources available to undertake reviews and the low 
proportion of people trained in LeDeR methodology who 
have gone on to complete a mortality review. The 
challenge for trained reviewers having sufficient time 
away from their other duties to be able to complete a 
mortality review is significant, and more do in 2020 due to 
additional workforce pressures from Covid pandemic. 
Newcastle Gateshead  
CCG has recruited experienced independent reviewers to 
ensure reviews are completed and lessons shared in a 
timely way.   
 
 

 
Deaths notified in Newcastle and Gateshead to the LeDeR 

programme 
 

  
 
During 2020 there were 28 deaths of people with a 
learning disability reported through the LeDeR 
programme for Newcastle and Gateshead. Of these 28, 
24 reviews of the circumstances surrounding the 
individuals have been reviewed and reported on to 
Newcastle Gateshead CCG and through the National 
LeDeR programme. This report details key findings from 
the 24 completed reviews and includes any Themes, 
Learning Points and Recommendations.  
 
 
 

Table 1: Number of Deaths and Completed 
reviews 2017-2020 inclusive 

 
Table 1 below details deaths reported by year, the 
numbers of reviews completed, numbers still with a revie 
wer, reviews awaiting allocation and those awaiting a 
Multi-Agency Review. It should be noted that 1 additional 
review was completed in 2017 from a death in 2016 which 
is not included in data as prior to the start of the National 
LeDeR programme. At the time of writing this report there 
are 0 Multi Agency Reviews scheduled for completion. 



 
 

Table 1 Number of Deaths and Completed reviews 2017-2020 inclusive  
 
Year Number of 

deaths 
notified  

Completed 
reviews  

Reviews 
allocated  

Awaiting 
allocation  

Awaiting 
Multi 
Agency 
Review 

2017 17 17 0 0 0 
2018 31 31 0 0 0 
2019 32 30 1 1 0 
2020 28 24 1 3 0 

 
 

 
Table 2: Average age of deaths of people with a 
learning disability in Newcastle and Gateshead 

during 2020 
 
 

 
Table 2 The average (Median and Mean) age at death for All Age 
and for those aged 18 years and over compared to the average of 
death in general population. There were no deaths of people with 
a learning disability aged under 18 years in Newcastle or 
Gateshead in 2020.  

 
 

  
Average age of death for 
people with a Learning 
Disability All age in 
Newcastle and Gateshead 
(2020) 

Average age of death for 
people with a Learning 
Disability aged over 18 
years in Newcastle and 
Gateshead (2020) 

Average age of 
Deaths general 
population in 
Newcastle and 
Gateshead 
(2020)  

Median Age 
at Death 

Mean Age 
at Death 

Median 
Age at 
Death 

Mean Age 
at Death 

Media
n Age 
at 
Death 

Mean 
Age 
at 
Deat
h 

Total 61.00 61.00 61.00 61.00 81.00 78.10 
Men 59.00 59.50 59.00 59.50 78.00 75.60 
Women 66.50 62.50 66.50 62.50 84.00 80.10 

 
 
 



Table 3:  The setting where these individuals 
passed away 

 
 

Table 3 shows the setting where individuals died with 
75% of those who died doing so in Hospital and 21% 
dying in their own homes.  

 
Setting where death 
occurred 

Number of individuals in 
each setting 

Percentage 

Hospital 18 75% 
Home 5 21% 
Residential/Nursing Home 0 0% 
Hospice 1 4% 
Unknown 0 0% 
Total 24 100% 

 
 

Table 4: The cause of death for those who 
died in 2020  

 
Table 4 shows the cause of death for those who died in 
2020 and where the reviews have been completed. Over 
half (55%) of all individuals with a learning disability who 
died, and review completed review in 2019, their deaths 
are attributed to Respiratory failure caused by 
Bronchopneumonia, Pneumonia, Aspiration Pneumonia 
and Chest Infection. 

 
 

Cause of death Number of individuals Percentage 
Aspiration Pneumonia 5 21% 
Covid 19 Pneumonitis 4 17% 
Unknown 3 13% 
Lung Cancer 2 8% 
Multi-Organ Failure 2 8% 
Frailty  1 4% 
Congestive Cardiac Failure 1 4% 
Acute Kidney Injury 1 4% 
Sepsis 1 4% 
Stroke 1 4% 
Ischaemic Bowel  1 4% 
Alzheimer's 1 4% 
Non-Alcoholic Steatohepatitis 1 4% 
Total 24 100% 



Themes, Learning-points and Recommendations from 
Adult reviews (those aged 18 years and over) 

 
 
 
 

Recommendations to share good practice 
 

We acknowledge the evidence of a range of good and high-quality 
care in the mortality reviews from a range of health and social 
care settings.   We note good multi-agency communication, use of 
the Mental Capacity Act around significant decisions about care 
and treatment, including planning for end of life.  Many reviews 
repo  rted timely discussions with family, good use of annual 
health checks and emergency health care plans. 

 
 
 

Recordings from the reviews 
 

The reviews have recorded some exemplary practice that 
supported people with complex needs to live well in the 
community.  This was at a time when the Covid 19 pandemic was 
adding great pressure to service users and providers. 
The reviews overall found discussions about, documentation and 
review of the do not attempt cardio-pulmonary resuscitation 
(DNACPR) orders were appropriate. 
 The reviews captured good practice examples around patient and 
family involvement. There were also many reasonable 
adjustments noted to support people. 

 
 

Further Findings 
 
No reviews attributed a death to omissions or neglect. Reviewers 
were asked to rate the care as unsatisfactory, good, or excellent. 
One case was viewed as unsatisfactory overall though not 
contributing to death; a second case found   care was rated 
overall satisfactory with some good practice; all other care was 
rated as good (met the expected good standard of care) or 
excellent (exceeded that standard).  The reviews identified areas 
of good practice that demonstrated individual and team 
commitment to patient-centred care and making good use of those 
expert in learning disability to maximise reasonable adjustments. 

 



Recommendations to improve practice 
 
 

1. Identification and communication of learning disability 

 
 

Assessment, Awareness and Good Practise 
 
Mental Health services and primary care should consider 
formal assessment if they believe someone has a learning 
disability and could benefit from more support. There is an 
opportunity to discuss at s117 reviews and medication 
reviews.  Mental Health teams should attend learning 
disability awareness training and be aware of specialist 
learning disability teams in the community and acute 
hospital settings. Good Multi-Disciplinary Team working can 
be undermined by omitting these additional resources and 
may impact on adjustments made.  Mental Health teams 
may think a mental health problem fully explains an 
individual's presentation, this is called diagnostic 
overshadowing. 

 
 
 

GP Practices  
 
GP Practices need to review coding regularly (recommend 
annually) as human error (mis coding and use of archived 
codes) can mean omission of the “on learning disability 
register code”.  The latter triggers offer of annual health 
check and health action plan, flu vaccination and potentially 
hospital passport. 
 
 
 

Need for earlier checks 
 
There is evidence that people are being assessed at a 
mature age for learning disability and autism and an earlier 
assessment and diagnosis might have supported better self-
awareness and provision of both targeted support and 
reasonable adjustments.  The review process underlines the 
need for dedicated support for autistic people so they can 
engage fully with health care 



Referral upon Registration 
 
People with a learning disability of any degree may have 
little or no support.  It is recommended that on 
registering with a new GP Practice a patient and any 
unpaid carer should be referred to social services for 
assessment of need under the Care Act. 
 
Recommend that professionals access training on 
relevant legislation. Professionals in health and social 
care all need to follow the Mental Capacity Act, the 
Equality Act, the Care Act and understand deprivation of 
liberty safeguards. 

 
 

2. Sharing information about a patient 
 
 

It is important that information about a patient with a 
learning disability is kept up to date and goes with them 
between settings and carers.  This could be via Hospital 
Passport the reasonable adjustment flag (a pilot 
currently).   For people with very complex needs, an 
annual MDT involving primary care, learning disability 
teams, social and family carers should be considered to 
ensure there is an agreed plan.  This partnership working 
should be reflected in an Emergency Health care Plan. 
 

 
 
3. Ensure involvement of social and family carers in acute hospital 
settings 

 
Social carers should not substitute NHS care staff.  
However, it is recommended carer organisations support 
staff to stay with a patient while a medical assessment is in 
progress.  The social carer can play an important part 
supporting communication, explaining the person’s pre-
morbid presentation. 
 
It is further recommended that acute hospital staff do not 
expect social carers to provide care 24 hours on the ward.  
However, for patients where family or social carers are 
able or keen to stay with the patient, this should be 
supported. 

 
 



4. Following up non-engagement and “adult not brought” 
 

 
 
 

A Continued Responsibility 
 

GP Practices should be careful not to regard NHS 
screening as being unnecessary for people with a 
learning disability and should make use of the Mental 
Capacity Act to support engagement or make a best 
interest decision.  There is an equal responsibility that 
carers, especially in 24-hour care settings, collaborate to 
ensure people with a learning disability have every effort 
and reasonable adjustment made to help them access 
screening. 
 
 

 
Identifying Non-attendees 

 
It is recommended GP Practices; community clinics and 
hospital outpatient departments have a system to identify 
vulnerable adults who do not attend.  This will help avoid 
disregarding or discharging people who require proactive 
support and reasonable adjustments to engage with 
services. Additionally, professional services should never 
disengage from vulnerable people who are deemed to be 
difficult to engage, whatever their place of residence and 
perceived informal support 
 
 
 

Role of the Multi-disciplinary Team 
 

It is further recommended that agencies have a meeting 
of a multi-disciplinary team (MDT) when a series of 
safeguarding alerts are made. The MDT working would 
enable a coordinated response from health and social 
care and consideration of referral to or extra support from 
the community team for learning disability.  The MDT 
should consider the carers needs as part of the process. 
If the carer is employed, failure to support the vulnerable 
adult to appointments should be challenged. 
 

 



5. Weight management and measuring Obesity 
 

 
Obesity is more prevalent among people with a learning 
disability.  Supporting people not to be obese and to 
reduce the associated risks is difficult.  The risks are 
significant and include reduced mobility, skin infection, 
sleep apnoea, type 2 diabetes. Obesity is also a risk 
factor for severe illness and death from Covid 19. 
 
 

Dietic Recommendation 
 

It is recommended people with learning disability are 
referred for dietetic and weight management advice, and 
referral for behavioural support from the community 
learning disability team should always be considered. 
 
 

CPAP Machine Review and Recommendation 
 
It is recommended people with learning disability are 
referred for dietetic and weight management advice, and 
referral for behavioural support from the community 
learning disability team should always be considered. 
 
 

Diabetes Easy Read Materials 
 
It is recommended professionals are aware of the easy 
read materials available from Diabetes UK.  There is also 
a need to make reasonably adjusted courses available to 
educate people with diabetes and learning disability. 
 
 

 
Weight Monitoring Recommendation 

 
It is recommended that every person has access to 
suitable weighing equipment, and this is used, recorded 
and acted on.  The reviews show a lack of access to 
weighing equipment for people who do not weight bear.   
 
 

 
 

 



6. Improving Annual Health Checks and the Health Action Plan 
 

 
More than just a check-up 

 
The Annual Health Check is an opportunity to consider not 
only medical issues but also a person’s quality of life and 
what can be done to improve it.  Practices should discuss 
referral to social prescribers and link workers and record 
this in the HAP. 
 
 

An Opportunity to protect 
 

A complementary recommendation is that Annual Health 
Checks and other contacts are an opportunity to consider 
the person’s vulnerability to exploitation and what 
protections are in place. 
 
 

 
 

7. Communication with people with learning disability and dementia 
 
 

 
Downs Syndrome Fatalities and Dementia 

 
Several people who died in this review period had a 
diagnosis of Downs Syndrome and associated dementia 
and were in care or nursing homes.  Downs syndrome is 
associated with a high risk of early onset dementia and all 
people with learning disability are at risk of developing 
dementia at an age younger than the general population. 

 
 

Further Training for dementia support 
 
It is recommended that care organisation obtain training so 
that they understand the communication needs of people 
with a learning disability who develop dementia as there 
may be a need for tailored communication support. 
 
 

 



 
 
 
8. Care of people with epilepsy 

 
 

Epilepsy and Learning Disabilities 
 

Epilepsy is a more common condition among people with 
learning disability at all ages, with an additional association 
with the onset of dementia.  In the reviews in this period, 
no deaths were due to epilepsy. There was however clear 
need for several patients to receive epilepsy support in the 
last months of life, either for new onset seizures or a 
derivation in control due to concurrent illness.  Some of this 
support came from the community teams for learning 
disability and some form general neurology teams.  
 
 

Need for Vigilant Training 
 
There needs to be clear pathways of support from 
specialists on medication management and to provide 
training to carers who need to be able to recognise 
seizures, a change in seizures and when and how to 
deliver buccal midazolam. 
 

 
9. Communication 

 
 
Tailored Individual Communication 
 
To deliver effective care it is essential that providers 
understand an individual's communication style and needs, 
and review these as a person goes through transitions of 
place, age, abilities and disabling conditions. 
Speech and language therapy may not always be needed 
but should be used when appropriate.  Communication 
style and needs should be well documented and referred 
to before professionals' initial communication. 

 
 



Newcastle and Gateshead LeDeR Activity and Achievements in 2020 
 

 
Overseeing the LeDeR 

 
Newcastle Gateshead CCG has taken a system leadership 
role and established and embedded its own local LeDeR 
steering group supported by the North East and Cumbria 
Learning Disability Network (NE&CLDN) group to oversee 
the LeDeR programme of work and in particular action local 
improvements based on the evolving National and Local 
picture.  
 
 

Completion of Reviews 
 

This evolving picture is chaired by the Director of Nursing. 
Patient Safety and Quality within Newcastle Gateshead 
CCG and supported by the NE&CLDN. The steering group 
adopted a flexible and virtual format during 2020 and 
experienced challenges of capacity within health, social 
care and the 3rd sector however even through challenging 
year, all reviews were completed.  
 
 

Local Cohesion 
 
Newcastle Gateshead CCG has formally aligned to the 
North East Regional steering group and through the local 
and regional groups learning is shared, priorities for service 
improvements are agreed based on interpretation of the 
national, regional and local themes arising from the review 
programme.  
 
 

Managing the Demand 
 
The NGCCG LeDeR group provides robust oversight of 
quality and governance processes related to LeDeR 
reviews. NGCCG consistently receives all notifications of 
deaths of those with a Learning Disability from the national 
system and coordinates all LeDeR Reviews across 
Newcastle and Gateshead. To address the challenge of the 
backlog of reviews and the limited resources to complete 
reviews the CCG have recently increased the number of 
independent experienced trained reviewers to deliver more 
capacity to complete reviews.  
 



Managing the Workflow 
 

The CCG is working closely with North East Commissioning 
Support Unit who are commissioned by NHSSEI to deliver 
a specified cohort of reviews and support CCG’s by 
reducing the backlog of cases, thus expediting any learning 
into practice in timely way. 
 
 
 

Time Management 
 
Despite a significant backlog of LeDeR cases awaiting an 
in-depth review for all those who die when in the care of 
NHS providers, a Structured Mortality Review does take 
place and forms a part of the providers own internal mortality 
governance and learning arrangements. Thus, ensuring any 
key quality and safety issues relating to clinical practice are 
reviewed and acted upon in a timely fashion. These reviews 
are then also available to LeDeR Reviewers to support their 
work. 
 
 
 

Improving Awareness 
 
The CCG has strong links with the Child Death Overview 
Panel and has the aligned this with the LeDeR process so 
that learning is shared across the area. The CCG worked 
closely with the Local Adult and Children Safeguarding 
Boards in the area to share learning and implement 
recommendations thus improving awareness across wider 
partners.   
 
The CCG worked closely with the Local Adult and Children 
Safeguarding Boards in the area to share learning and 
implement recommendations thus improving awareness 
across wider partners.   
 
 
 
 
 
 
 
 
 

 



Sharing Learning 
 
An event was planned early in 2021 to share learning for the 
North ICP however due to recent pandemic this has been 
postponed but will be rearranged through virtual platform. In 
the interim work continues implementing recommendations 
and sharing lessons learnt through existing partnership and 
developing systems at place.  
 
 

Challenge and Support of the Programme 
 
The CCG commissions Skills for People in Newcastle and 
Your Voice Counts in Gateshead to support and help 
facilitate the development of an advocacy based confirm and 
challenge group to both challenge and support the local 
programme of work related to LeDeR.  
 
 

 
Objectives and plans for 2020/21 
 
Implementing next phase of the NHS response to the COVID-19 pandemic include 
key deliverables in relation to the supporting the care of people with a learning 
disability in addition to the existing requirement to continue to deliver LeDeR 
programme. Newcastle Gateshead CCG as below: 
 
1. Accelerate preventative programmes which proactively engage those at greatest 
risk of poor health outcomes, including more accessible flu vaccinations, better 
targeting of long-term condition prevention and management programmes such as 
health checks for people with learning disabilities 
 
2. Urgent action, in collaboration with local communities and partners, to increase 
the scale and pace of progress in reducing health inequalities, and regularly assess 
progress. Focus on inclusion groups including people with a learning disability and or 
autism.  
3. GP practices should ensure that everyone with a learning disability is identified on 
their register and that annual health checks are completed. As a minimum, by 31 
March 2022 systems should aim to ensure that primary care practices reach an 
annual rate of seeing at least 67% of people on their learning disability register 
through higher quality health checks. It is particularly important to ensure people with 
a learning disability from a BAME background are known and included. 
 
4. Reduce reliance on inpatient care for people with a learning disability and/or 
autism through development of robust community model. 
 
5. Continue to support Host Commissioner arrangements for all inpatient provision.  
 



6. LeDeR all CCGs are to be a member of Learning from Deaths report (LeDeR) 
steering group and have a named person with lead responsibility 
 
7. There is a robust CCG plan in place to ensure that LeDeR reviews are undertaken 
within 6 months of the notification of death to the local area. 
 
8. CCGs have systems in place to analyse and address the themes and 
recommendations from completed LeDeR reviews. 
 
9.An annual report is submitted to the appropriate board/committee for all statutory 
partners, demonstrating action taken and outcomes from LeDeR reviews. 
 
10. The CCG aims to continue supporting, developing and integrating the Local 
Confirm and Challenge Group in to the LeDeR Steering Group and associated 
programme of work. This group will be led by people with a Learning Disability and 
have appropriate Family member representation too. 
 
11. The CCG will prioritise all new notifications in to the LeDeR System to ensure 
learning can be taken forwards in a timely manner. There will still be a parallel 
commitment from the CCG towards clearing the backlog of cases and work will 
continue with NHS England and regional colleagues to develop strategies to best to 
achieve this. 
 
12. The GP lead for learning disability at the CCG and members of the primary care 
team will ensure that the learning from LEDER is disseminated to GP practices in 
Newcastle and Gateshead 
 
13. The CCG will support the planned communication campaigns that are being led 
by the NE&CLDN. These campaigns are focused on the prevention of early death in 
those with a learning disability and include Get Well For Winter  
 
 
 
 
Conclusion 

 
Newcastle Gateshead CCG continues to be committed to delivering the LeDeR 
programme. The past year has been exceedingly challenging due to impact of Covid 
pandemic, the lack of resources such as the availability of trained reviewers, time for 
reviewers to undertake the reviews due to competing work priorities and delivering 
preventative programmes to people with a learning disability in a safe way.  
 
To support future delivery and recover the position additional reviewers have been 
trained from across the system and within the CCG. Robust governance systems have 
been embedded to ensure the quality assurance process and share learning from the 
reviews across the system. 




