
 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 Data sharing agreem ents 

The LeDeR team are working with the Health and Social Care 
Information Centre and the Information Governance Alliance 
to help ensure that the correct permissions are in place for 

data sharing. 

 

 

 

  

Gloucestershire  
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Improving the lives of people with learning disabilities by learning from deaths 

Telephone: 0117 331 0686 
Email: leder-team@bristol.ac.uk  
Website: www.bristol.ac.uk/sps/leder/  
Facebook: www.facebook.com/lederteam  
Twitter: @leder_team    
Gloucestershire Local Area Contact: 
Cheryl.hampson@gloucestershire.gov.uk  

 

Welcome to the fifth edition of the Gloucestershire Learning Disabilities Mortality 
Review Programme newsletter. We hope you enjoy reading about the LeDeR 

Programme is evolving locally. Thank you for your support! 
 

Gloucestershire LeDeR Reviews  
From 1st January 2017 LeDeR has been rolled out across the 

whole of Gloucestershire and is no longer a pilot project.  
 

65 notifications have been received to date 
20 initial investigations have been undertaken 

45 reviews remain open to reviewers 
 19 reviews remain unallocated (no reviewers to allocate to) 

 

Main causes of death (where reported) 

 Aspiration Pneumonia –  15 notifications 

 Heart failure –  11 notifications 

 Cancer –  9 notifications 

 Unknown reason –  12 notifications 

 Sepsis –  5 notifications 

 Natural causes – 2 notifications 
 
Check out the local Learning Disabilities resource hub on G-Care 
– https://g-care.glos.nhs.uk/pathway/422/resource/11   
 
Some recent statistics… 
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Call for more reviewers! 

 

Focus on… 

 

Focus on…  
Dysphagia & Aspiration Pneumonia 

 
The Confidential Inquiry into Deaths of People with 
Learning Disabilities (CIPOLD 2013) found that respiratory 
disorders were the most prevalent immediate cause of 
death in people with learning disabilities. Difficulties with 
swallowing (dysphagia) would have contributed to some of 
these deaths. Dysphagia can disrupt the normal process of 
feeding, eating and drinking and can lead to increased risk 
of choking, aspiration and asphyxiation, poor nutritional 
status and weight loss. Dysphagia is therefore associated 
with increased morbidity, mortality and reduced quality of 
life. 

Key considerations for reviewers  
1. Did the person experience repeated chest infections 

(three episodes within 6 months or four episodes within 
12 months involving the lower airways)? If so, were 
these considered in combination to assess whether the 
person was at risk of aspiration pneumonia?  

2. Did the person have any risk factors for aspiration 
pneumonia identified, and a management plan to 
minimise these risks put in place?  

3. Did the person have a full swallowing assessment by a 
speech and language therapist if there appeared to be 
any difficulties with their swallowing?  

4. Was the person in regular receipt of oral and dental 
care?  

The key indicators of dysphagia are:  
 Difficulty initiating a swallow or delayed swallowing  

 Difficulty forming food into balls (bolus formation) in 
readiness of swallowing  

 Coughing  

 Choking  

 Regurgitation  

 Sore throat and hoarseness  

 Dysarthria (difficult or unclear speech)  

 Halitosis (‘bad breath’)  

 Weight loss  
 

We are currently recruiting for more LeDeR 
Reviewers.  If you are interesting in learning more 
about care for people with LD or are passionate 
about driving service improvement and have the 
support from your manager to undertake 3 
reviews per year. 1 day training available  - see 
link below 

https://www.surveymonkey.co.uk/r/LeDeRtraining 

 

mailto:leder-team@bristol.ac.uk
http://www.bristol.ac.uk/sps/leder/
http://www.facebook.com/lederteam
mailto:Cheryl.hampson@gloucestershire.gov.uk
https://g-care.glos.nhs.uk/pathway/422/resource/11
https://www.bing.com/images/search?view=detailV2&ccid=9CR/7o5R&id=22485E218F13CFEA76C2F7125687A1C1ED157320&thid=OIP.9CR_7o5RxuHnmeKu2sdnGQHaHa&q=we+need+you+free+image&simid=608045754925780895&selectedIndex=6
https://www.surveymonkey.co.uk/r/LeDeRtraining


 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Notify a death 
Anyone can notify us of a 

death online: 

https://www.bris.ac.uk/sps/ 
leder/notification-system/ 

or by phone: 
0300 777 4774 

 

 
 

 

 

 

Local Organisation LeDeR Contacts 

 
 Local Area Contact = Cheryl Hampson 

 2Gether NHS Foundation Trust = Crispin Hebron 

 Gloucestershire Care Services NHS Trust = Clare Hicks  

 Gloucestershire Hospitals NHS Foundation Trust = Bev Farrar 
& Carol Forbes 

 Glos County Council = Mark Bedford 

 Clinical Commissioning Group = Marion Andrew-Evans 

 Carers representative = Ann Attwood 

 User led org rep (inclusion Glos) =Vicci Livingstone Thompson  

Aspiration Pneumonia 

This occurs when food, saliva, liquids or vomit is breathed into the 
lungs or airways leading to the lungs, instead of being swallowed 
into the oesophagus and stomach. This can cause irritation of the 
lungs, which may progress to bacterial infection, damage to the 
lungs and respiratory failure. 

 
Aspiration pneumonia can occur with dysphagia, during 
periods of impaired consciousness (e.g. during a seizure), or 
with other conditions such as gastro-oesophageal reflux or 
chronic obstructive pulmonary disease (COPD). People 
receiving nasogastric feeds or with a tracheostomy are at 
particular risk, as are those with poor mobility or posture 
problems, frailty, oral health problems, or using certain 
medications.  
 
Key indicators of aspiration pneumonia are:  

 Cough and/or coughing up purulent sputum  

 Difficulty breathing and increased respiratory rate  

 Chest pain  

 Fever  

 Headache  

 Nausea and vomiting  

 Reduced appetite and weight loss  

 Change in voice quality  

 Change in facial expression/colour  

Additional sources of information  
Guidelines for identification and management of swallowing 
difficulties in adults with learning disabilities 
www.guidelines.co.uk/wpg/dysphagia-with-learning-disability  

 

 

All to be held at Sanger House, Brockworth 

LeDeR Mortality Review Steering Group –  
Chair Marion Andrew- Evans 
14th May 2018 – 2pm – 4pm Wheatstone Room 
25th July 2018 – 10am – 12noon Board Room 
18th Sept 2018 – 2pm – 4pm Biffen Room 
 

LeDeR Mortality Review Peer Support Group –  
Chair Cheryl Hampson 
8th May 2018, 2pm – 4pm, Wheatstone Room  
9th July 2018, 2pm – 4pm , Wheatstone Room 
11th Sept 2018 10am – 12 noon, VCR Room 

If you require parking please contact  
Wendy Stone 0300 421 1550 

NICE Guidelines state that anyone presenting with 
dysphagia should be offered an endoscopy within two 
weeks, where oesophageal or stomach cancer is 

suspected. Any one choking should be assessed by 
Speech and Language therapist (SLT) within 24 hours.  
 
Dysphagia management should be led by a multi-
disciplinary team with input from dentist, medical 
specialists, OTs, Nutritionists/Dieticians) whose key 
responsibilities will include:  

 Diagnosis and treatment of 
dysphagia/swallowing disorders  

 Development of co-ordinated assessment 
protocols, joint goals and timely intervention  

 Joint management plans with written 
documentation  

 Multi-disciplinary audit of practice  

Agreed common approach to the involvement of 
patients/relatives/carers 

Management of Dysphagia 
 

 
National Update… 

Dates for your diary 

 

 

 National rollout progress by region 

 Interim annual report 

 Focus on Derbyshire 

 Involving Families 

 YouTube LeDeR Channel + more 
http://www.bristol.ac.uk/sps/leder/news/newsletters/  
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