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• A report about the deaths of people with Learning disabilities
• Thank you to the ‘Stop People Dying Too Young Group’.

Background 

This is the 3rd annual report by Newcastle Gateshead Clinical 
Commissioning Group. 

It reviews the deaths of people in Newcastle and Gateshead who have 
died during 2020 and who also have a learning disability. 

People with learning disabilities face health inequalities. 

People with learning disabilities die, 15-20 years sooner than people in 
the general population. 



The Learning Disabilities Mortality Review (LeDeR) programme reviews 
the deaths of people with learning disabilities.  

All deaths receive an initial review. 

If there is concern that the person wasn’t cared for well enough there is 
a multi-agency review. 

We will learn from these deaths and improve services. 

We have recruited experienced, independent reviewers to make sure 
the reviews don't take too long. 

. 



Introduction 

During 2020 there were 28 deaths of people with a diagnosis of a 
learning disability in Newcastle. 

24 reviews of these deaths were reviewed. 

The average (Mean) age of death for people with a Learning Disability 
is 61 years old compared to 78 years old for people without a Learning 
Disability.  

75% of deaths occurred in hospital. 

21% of the deaths were due to Pneumonia 

17% of these deaths were due to COVID 19 



Themes, Learning points and reviews. 

Recommendations to share good practice: 

There is evidence of a range of good and high-quality care in the 
mortality reviews from a range of health and social care settings. 

There was 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 reported timely discussions with family, good use 
of annual health checks and emergency health care plans. 

The reviews have recorded some exemplary practice that 
supported people with complex needs to live well in the 
community.  

The reviews overall found discussions about, documentation and 
review of the do not attempt cardio-pulmonary resuscitation 
(DNACPR) orders were appropriate. 

No reviews attributed a death to omissions or neglect. 



Recommendations to improve practice: 
       

1.  Identification and communication of learning 
disability 

 
 
 
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 reviews after hospital stays 
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.  
 
 
 
 
 
There is a need for dedicated support for autistic people so they 
can engage fully with health care. 
 
 
 
 
 
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. 
 



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.   
 
 
 
 
For people with very complex needs, an annual meeting 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 
 
 
 
 
Carers should stay with a patient while a medical assessment is in 
progress and help with communication and any prior knowledge. 
 
 
 
 
 
 
Hospital staff do not expect social carers to provide care 24 hours 
on the ward.  However, this should be supported, for patients where 
family or social carers are able or keen to stay with the patient. 
 
 
 
 
 
 
 



4. Following up non-engagement and “adult not 
brought” 
 
 
GP Practices should be careful not to regard NHS screening as 
being unnecessary for people with a learning disability. 
 
 
 
Carers, especially in 24 hour care settings, should collaborate to 
ensure people with a learning disability have every effort and 
reasonable adjustment made to help them access screening. 
 
 
 
It is recommended GP Practices, community clinics and hospital 
outpatient departments have a system to identify vulnerable adults 
who do not attend.  
 
 
 
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. 
 
 
 
5. Weight management and measuring 
 
 
 
Obesity is more prevalent among people with a learning disability.   
 
 
 
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. 



It is recommended people with learning disability are referred for 
dietetic and weight management advice, and for behavioural 
support from the community learning disability team. 
 
 
 
 
 
It is recommended to review of use of Continuous positive airway 
pressure (CPAP) machines for sleep apnoea regularly.    
 
 
 
 
 
Social carers should record, use daily and alert the GP to lack of 
tolerance to wearing CPAP masks.   
 
 
 
 
 
 
GPs should consider referral to the learning disability community 
team for desensitisation and seek advice from the respiratory 
team. 
 
 
 
 
 
It is recommended professionals are aware of the easy read 
materials available from Diabetes UK.  
 
 
 
 
 
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 are not able to stand.   
 
 
 
 



 
 

6. Improving Annual Health Checks and the Health 
Action Plan 
 
 
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. 
 
 
 
 
Annual Health Checks 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 
 
 
 
 
Several people who died in this review period had a diagnosis of 
Downs Syndrome and associated dementia.   
 
 
 
 
All people with learning disability are at risk of developing 
dementia earlier younger than the general population. 
 
 
 
 
Care organisations should understand the communication needs 
of people with a learning disability who develop dementia as there 
may be a need for communication support. 
 

 



8. Care of people with epilepsy

Epilepsy is a more common condition among people with learning 
disability. 

There was a clear need for patients to receive additional epilepsy 
support in the last months of life. 

9. Communication

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 
 
Newcastle Gateshead CCG has taken a system leadership role.It has 
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 deliver local.This is chaired by the 
Director of Nursing.  
 
 
 
 
 
It has been a challenging year, but all reviews were completed.  
 
 
 
 
 
Newcastle Gateshead Clinical Commissioning Group 
(NGCCG)receives all notifications of deaths of those with a Learning 
Disability from the national system. 
 
 
 
There is a significant backlog of LeDeR cases awaiting an in-depth 
review.  
 
 
 
However, for all those who die when in the care of NHS providers, a 
Structured Mortality Review does take place. This ensures quality and 
safety issues are reviewed. 
 
 
 
The CCG has strong links with the Child Death Overview Panel 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.   
 
 
 
An event was planned early in 2021 to share learning but due to 
COVID19 this has been postponed. It will now take place virtually.  



 
 
The CCG commissions Skills for People in Newcastle and Your Voice 
Counts in Gateshead to support and help facilitate the development 
of a group to both challenge and support the local programme of work 
related to LeDeR.  

 
 

 
Objectives and plans for 2020/21 

 
 

 
  
1. More accessible flu vaccinations, better targeting of health 
checks for people with learning disabilities 
 
 
2. Urgent action to reduce health inequalities. Focus on groups 
with people with a learning disability and or autism. Regularly assess 
progress. 
 
 
3. GP practices should ensure that everyone with a learning 
disability is identified on their register and that annual health checks 
are completed. By 31 March 2022 we should aim to see at least 67% 
of people on the 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 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 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 take action on 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 ensure learning can be taken forwards without delay. 
There is a commitment to clear the backlog of cases. 
 
 
 
 
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 shared 
with GP practices in Newcastle and Gateshead 
 
 
 
13. The CCG will support the planned communication campaigns that 
are being led by the North East and Cumbria Learning Disability 
Network (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. There has been a lack of resources due to the 
availability of trained reviewers and competing work priorities. 

To support future delivery additional reviewers have been trained 
and systems are in place to ensure quality and to share learning 
from the reviews. 

Recommendation: Executive committee are asked to: 

1. Note the content of the report and recommendations

2. Support the delivery of 2021/22 objectives

3. Note the ongoing challenges to complete timely reviews

4. Approve the annual report and support development of easy read version



Words we use: 

Newcastle Gateshead CCG: Provide the Hospitals and community health care 
services in Newcastle and Gateshead. 

The Learning Disabilities Mortality Review (LeDeR) programme: Investigates the 
deaths of people with Learning disabilities. 

A review: An investigation or check. 

Multi-agency review: A review by lots of different professionals. 

DNA CPR form: You can make it clear to your medical team that you do not want to 
have help if you stop breathing or your heart stops beating. 

Patient-centred: Your personal needs are the top priority. 

General Practitioner (GP) practices: Doctors 

Mental Capacity Act: A law that makes sure everyone has the support they need to 
make decisions. If a person is not able to make a decision, it says what should 
happen. 


