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“The hospital and care teams showed excellent 
examples of adjustments that enabled 

procedures to take place using analogies and 
language to help the person understand the 
interventions and the reasons for them, and 

simulating the ultrasound scan process so he 
knew what to expect and felt reassured enough 

to consent to the procedure” 

This is the annual report of the Somerset Learning Disabilities Mortality Review 
(LeDeR) Programme for 2019. 
 
It presents information about the death of people with learning disabilities in 
Somerset aged 4 and over notified to the LeDeR programme from 1 July 2017 to 31 
December 2019 with particular focus on activities during 2019. 
 
Somerset Clinical Commissioning Group (CCG) delivers the LeDeR programme 
locally for Somerset and has developed a structure in collaboration with stakeholders 
for the process of undertaking reviews and putting the learning into action. 
 
This report contains information about 
recommendations reviewers have made in their 
reports, themes taken from learning and actions 
being taken to improve services and the quality of 
life for people with learning disabilities in Somerset. 
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Programme, and Lisa Jones, Quality Improvement 
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Some of Our Review Findings 
 
 

“Agencies should work 
together in a multi-

disciplinary process to 
provide people with a robust 

care plan and treatment 
escalation plan to enable 

them to spend their end of 
lives at home where possible” 

 
“The GP relationship with the home 

was outstanding, with two 
nominated GPs who cover all people 

with a LD and ensure they do not 
take leave at the same time for 

continuity of care.” 

“Raise awareness of 
services offered by 

community LD team to 
support de-sensitisation 

of phobias and 

reasonable adjustments” 
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In terms of completing 
reviews, Somerset 

performs steadily and 
remains ahead in 

comparison to regional 
and national 

completion rates. 

Pneumonia, 
Respiratory Tract 
Infection, Cancer 
and Renal Failure 

were frequent 
causes of death. 

4 Contributed to cause of death 

3 Fell short 
(no impact) 

2 
Excellent 

17 Good 

3 Fell short (significant 
impact) 

10 
satisfactory 

EXECUTIVE SUMMARY 

The Somerset LeDeR Steering Group was established in August 2017 to have 
strategic oversight of the programme locally. The administration of the Somerset 
LeDeR Steering Group process and the role of the Local Area Contact are hosted by 
Somerset Clinical Commissioning Group (CCG).  
 
Notifications of deaths submitted to the Bristol LeDeR 
Team (Online Form) are received by Somerset 
through the LeDeR Review System. These are then 
allocated to a LeDeR reviewer for an initial review. If 
the initial review indicates a fuller review is likely to 
identify further learning, the review progresses to a 
multi-agency review (MAR). 
 
Many of the 39 completed reviews have shown examples of 
best practice; these are highlighted in the report and include: 
 

 Individual carer connections and empathy with people 
they care exhibited in action 

 Collaborative working 

 Use of hospital passports 

 Familiarisation and de-sensitisation techniques used 

 Individual GP practice relationships with their patients with LD 

 Care services 

 NHS team approach and support given 
 

Theme areas for improvement 
emerging from the reviews and 
recommendations: 
 

 Hospital admission support 

 Training for staff 

 Annual Health Checks (AHCs) 

 Mental Capacity assessment 
and understanding 

 Recognising deterioration 

 Renal Protection 

 Choking risks 

 Placement in nursing homes 
and residential non LD homes 

The grades given for 
quality of care were 
recorded as: 

 

 
Key actions we have been working to implement: 

 Hospital passports 

 Annual Health Checks 

 Reasonable Adjustments 

 Understanding and working within a person’s capacity 

 Access to social activities 

 Deterioration and Sepsis 
 

Key Message – Small Changes Have A Cumulative Effect 
 

Much of the work started in Somerset will continue into 2020 and beyond.  

http://www.bristol.ac.uk/sps/leder/notify-a-death/
https://review.leder.ac.uk/page/


 

 

Steering Group 
Membership 

 

Representatives 
from: 

 
Somerset CCG 

 
Somerset County 

Council 
 

Somerset Primary 
Care 

 
Taunton & Somerset 

NHS FT 
 

Somerset 
Partnership NHS FT 

 
Yeovil District 

Hospital NHS FT 
 

NHS England 
 

Safeguarding Board 
(Adults & Children) 

 
Expert by 

Experience (Lay 
Family Member) 

 
Healthwatch 

INTRODUCTION 

The Somerset LeDeR Steering Group was established in August 2017 to have 
strategic oversight of the programme locally. The purpose and role of the group 
is to support the LeDeR programme by working: 
 

 In partnership with stakeholders to identify and work with 

the LAC for the programme, who will have strategic 

oversight of the programme activities in the local area. 

 To guide the implementation of the programme of 

local reviews of deaths of people with learning 

disabilities. 

 To support the proportionate review of all deaths of people with learning 

disabilities in their area, and more detailed reviews of those subject to a 

rolling programme of priority themed review. 

 To receive regular updates from the LAC about the progress and findings of 

reviews. 

 To help interpret and analyse the data submitted from local reviews, 

including areas of good practice in preventing premature 

mortality, and areas where improvements in practice could 

be made. 

 To monitor the action plans that are developed as a result 

of the reviews of deaths, and take or guide appropriate 

action as a result of such information. 

 To ensure agreed protocols are in place for information 

sharing, accessing case records and keeping content 

confidential and secure. 

 To undertake a quality assurance role in respect of: 

o the role of the reviewer  

o the quality of reviews  

 
Our Process 

The administration of the Somerset LeDeR Steering Group 
process and the role of the Local Area Contact are hosted by 
Somerset CCG. The group is chaired by the CCG Clinical 
Lead for Learning Disabilities and members include 
representatives from stakeholders to support a multi-agency 
approach to the implementation of actions from review 
recommendations. Membership is regularly reviewed to 
ensure stakeholder engagement across the Somerset System. 
 
Somerset follows the national standardised review process 
(see Appendix 1). To support the delivery of this process, a 
local admin process has been developed in consultation with 
experienced local reviewers (see Appendix 2). This is 
overseen by a co-ordinator role and a deputy LAC.   
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Notifications of deaths submitted to the Bristol LeDeR Team (Online Form) are 
received by Somerset through the LeDeR Review System.  
 
In Somerset, as soon as a notification is received, 
the case is allocated to a LeDeR Co-ordinator to 
complete initial checks and request information 
from health and social care providers involved in 
the care of the deceased. This information is then 
inputted into the online LeDeR Initial Review form 
to provide the reviewer with a base of information 
to begin their review with. The Co-ordinator will 
continue to support the reviewer as needed 
throughout the review, helping them link with the 
most appropriate staff/stakeholders. 
 
Where a mandatory review processes or investigations (Safeguarding, Child Death, 
Coroner/Police) are required, these take precedence. The CCG LeDeR team and the 
allocated reviewer work to ensure a coordinated approach is taken to these reviews 
in order to minimise duplication and maximise expertise and learning. 
 

A minimum of 6 weeks from date of death 
is recommended before contacting family; 
this is generally extended dependent on 
the circumstances of the death or the time 
of year (e.g. anniversaries, holidays). The 
co-ordinator will attempt make introductory 
contact with the family or carer and give a 
short overview of the programme and 
reassurance around the review process. 
Further information will then be sent out in 
the post to them, including an expression 
of interest form. 

 
Reviewers 

Recruited reviewers are employed with stakeholder organisations whenever possible. 
As the role is voluntary, reviewers have limited free time to dedicate to conduct their 
reviews meaning there is a constant demand for new reviewers. Locally it is being 
explored how the reviewer experience can be built into professional development 
opportunities. There is no obligation for reviewers to continue after they complete 
their first review. New reviewers are paired with an experienced reviewer to support 
them through their review and a reviewer group meeting is run locally to provide a 
forum for learning, sharing experiences and advise on the different aspects of the 
health and social care system. 
 
Two of our reviewers are employed under fixed-term contracts using LeDeR 
programme funding from NHS England to enable Somerset to keep up with the large 
number of review cases received. 
 

http://www.bristol.ac.uk/sps/leder/notify-a-death/
https://review.leder.ac.uk/page/
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Jul-
Dec17 
24% 

2018 
39% 

2019 
37% 

Notifications 

Single 
23% 

Multi 
77% 

Morbidity 

Average 
Age 

 

56 

Usual 
Residence 

40% 
Hospital 

58% 

Place of Death 

Pneumonia 
16% 

Aspiration 
Pneumonia 

16% 

Chest/ 
Respiratory 

Tract 
Infection 

8% 
Cancer/ 

Lymphoma 
8% 

Old Age  
8% 

Renal 
Failure/ 

Infection 
7% 

Neurological 
Conditions 

6% 

Other 
31% 

Cause of Death 

SOMERSET ACTIVITY  

During the period July 2017 to December 2019, Somerset 
received 71 notifications of deaths. Of these, 39 reviews 
have been completed. 26 notifications were received in 2019, 
including one Child Death Review case currently in progress. 
 
The People 

Up to 31 December 2019, 42 of the 71 notifications were male (17 in 
2019) and 29 were female (10 in 2019). 
 
All individuals were identified as White British apart from 3 cases were 
information has not yet been confirmed. The ages of individuals ranged 
from 17 to 83 years, in 2019 this was 17 to 79. The average age for males 
was 60 years, amongst female cases there were three with congenital or 
rare conditions who were very young, this has reduced the average age 
from 54 to 51. 
 
The majority of people had more than one condition contributing 
to the cause of death, 14 of the 71 cases only had one condition 
recorded. 9 of the 26 reviews in 2019 have one condition 
recorded however these reviews are still in progress. 
 

Of all cases, 41 died in hospital, 28 at their usual place of 
residence, 1 at a hospice/palliative care unit and 1at a nursing 
home that was not their usual address. In 2019, 16 died in 
hospital and 10 at their usual place of residence.  
 
Causes of Death 

 
 
 
 
 
 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

Condition Cases 

Pneumonia 11 

Aspiration Pneumonia 11 

Chest/Respiratory Tract Infection 6 

Cancer/Lymphoma 6 

Old Age  6 

Renal Failure/Infection 5 

Neurological Conditions 4 

Pulmonary Embolism/Oedema 3 

Stroke 3 

Sepsis 3 

Heart Disease/Cardiac Failure 3 

Unknown 2 

Multi-organ Dysfunction Syndrome 1 

Ketoacidosis 1 

Bowel Infection 1 

suspected infection 1 

Choking 1 

Liver Disease 1 

Bacterial Skin Infection 1 

Sudden Unexpected Death 1 

51                 60 

https://www.google.com/url?sa=i&rct=j&q=&esrc=s&source=images&cd=&cad=rja&uact=8&ved=2ahUKEwjZlOHWvfHmAhXKDmMBHbbLB7kQjRx6BAgBEAQ&url=https://en.wikipedia.org/wiki/Gender_symbol&psig=AOvVaw3QW-ldrhJhP2uTAT_kKHbz&ust=1578486253208746
https://www.google.com/url?sa=i&rct=j&q=&esrc=s&source=images&cd=&cad=rja&uact=8&ved=2ahUKEwjZlOHWvfHmAhXKDmMBHbbLB7kQjRx6BAgBEAQ&url=https://en.wikipedia.org/wiki/Gender_symbol&psig=AOvVaw3QW-ldrhJhP2uTAT_kKHbz&ust=1578486253208746
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There were no significant differences in the month of death, with most months 
seeing 6 or 7 deaths (July 2017 to December 2019). In 2019 the majority of 
deaths notified occurred during May and July to October, this is in contrast to the 
national trend of more deaths seen during winter months. An action being taken 
from this is to explore what proportion of deaths have not been notified to LeDeR 
in Somerset and any gaps in notification processes with health and social care 
colleagues. 
 
Looking at the most frequent causes of death: 

 while pneumonia does not seem more prevalent by age or gender, 7 of the 
11 aspiration pneumonia cases were between the ages of 53 and 69 years 
old (8 were male) 

 5 of the 6 chest or respiratory tract infections were seen in those aged 60 
and upwards (4 were male) 

 4 out of 6 cancer or lymphoma cases were within the 55 to 61 age range (5 
were male) 

 the youngest case among those with old age1 as cause of death was 62 
years old with Down’s Syndrome (all cases were male) 

 all 3 cases of pulmonary embolism were female and 2 were under the age 
of 35 

 all 3 cases of sepsis were male, aged 65 and 66. 
 

The data obtained from reviews is still small in numbers 
at this stage for Somerset and we will continue to 

monitor this as a larger picture develops. 
 
Further work is underway to explore trends 
against local population demographics. This will 
also include looking at level of disability, contact 
with specialist services, antipsychotic medication 

prescribing (linking in with STOMP), those 
reported to a coroner, end-of-life care plans and 
best interest decisions. 

 
 

                                                 
1
 Cause of death is taken directly from the death certificate, in September 2018 Guidance for doctors 

completing medical certificate of cause of death was published which advises avoidance of the use 
of terms like ‘old age’. See Overall Assessment of Quality of Care – Death Certificates. 

https://www.england.nhs.uk/learning-disabilities/improving-health/stomp/
https://www.gov.uk/government/publications/guidance-notes-for-completing-a-medical-certificate-of-cause-of-death
https://www.gov.uk/government/publications/guidance-notes-for-completing-a-medical-certificate-of-cause-of-death
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Reviews not
yet allocated
to a reviewer

Allocated -
review in
progress

Allocated
within 3

months of
notification

Reviews
completed
previously

Reviews
completed

within 6
months

Somerset 0% 46% 74% 54% 16%

South West 21% 38% 33% 34% 8%

England 30% 26% 36% 32% 11%
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Somerset Performance as at 30 November 2019 

NATIONAL REPORT AND COMPARISONS 

Somerset continues to perform steadily in terms of completing reviews and 
remains ahead in comparison to regional and national review process and 
completion rates. None of our reviews have been substantively included in the 
national review backlog project, with the 3 initially included having been 
subsequently removed due to being completed. 

 
The Annual Report 2018 published by LeDeR in May 2019 highlights a number 
of similarities as well as differences in the experiences of people with learning 
disabilities in Somerset. 
 
Key Recommendations 

The report highlighted 12 key recommendations, a number of which are being 
taken forward on a national level. Those for local programme action include: 
 

 CCGs and local LeDeR steering groups to use local population 
demographic data to compare trends within the population of people with 
learning disabilities. They should be able to evidence whether the number 
of deaths of people from Black, Asian and Minority Ethnic groups notified 
to LeDeR are representative of that area and use the findings to take 
appropriate action. 

 Guidance continues to be needed on care-coordination and information 
sharing in relation to people with learning disabilities, at individual and 
strategic levels. 

 Shortfalls in adherence to the statutory guidance in the Special 
Educational Needs and Disability Code of Practice in relation to identifying 
and sharing information about people with learning disabilities 

http://www.bristol.ac.uk/news/2019/may/leder-report.html
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BAME Ethnic Groups 

Somerset 

0% notif. 

2%* pop. 

 

England 

10% notif. 
14%* pop. 

 

Month of Death 

Somerset 

 All year 

 in Apr & Jun 

Aspiration 
Pneumonia 

18% in Oct-
Dec 

England 

 in Autumn/ 
Winter 

Aspiration 
Pneumonia 
37% in Oct-

Dec 

Average Age at Death 

Somerset 

56 years 

♂  60yrs 

♀ 51yrs 

England 

59 years 

♂  60yrs 

♀ 59yrs 

Place of Death 

Somerset 

58% 
Hospital 

England 

62% 
Hospital 

Pneumonia 

Somerset 

16% 

England 

25% 

Aspiration Pneumonia 

Somerset 

16% 

England 

16% 

Sepsis 

Somerset 

4% 

(7%)** 

England 

7% 

Best Practice 

Somerset 

59% of reviews 

inter-agency 
working 

support at 
home/in the 
community  

 

England 

33% of reviews 

inter-agency 
working 

person-centred 

end-of-life 

Heart Disease 

Somerset 

4% 

England 

6% 

Epilepsy 

Somerset 

0% 

(8%)** 

England 

5% 

(39%) 

Dementia 

Somerset 

3% 

(20%)** 

England 

6% 

(25%)** 

Exceeded 

Good Practice 

Somerset 

5% 

England 

5% 

approaching transition, transition planning and care coordination must be 
addressed. 

 Medical Examiners to be asked to raise and discuss with clinicians any 
instances of unconscious bias they or families identify e.g. in recording 
‘learning disabilities’ as the rationale for DNACPR orders or where it is 
described as the cause of death. 

Demographics 

We have looked at the national reported figures and compared trends to identify 
what action needs to be taken locally. Below is an overview of these comparisons: 
 

 
 

 
 
 
 

 
 

 
 

 
 

 
 
 
 
 
 
 
*Percentages of the population for the area as a whole. 
 

Causes of Death 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
**Percentage of reviews where patient had the condition diagnosed but not main cause of death. 
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Familiarisation and 
de-sensitisation 

techniques 
 

Use of hospital 

passports 

Individual GP practice relationships with 

their patients with a learning disability 

Care 

Services 

Individual 
carers 

connections 
and empathy 
with people 

they care for, 
exhibited in 

action 

Collaborative 

working 

NHS 

QUALITY OF CARE INDICATORS 

Examples of Best Practice 

Many of the reviews have highlighted examples of best practice. 
 

 Good support by usual carers while in hospital, e.g. 
bringing in familiar items such as soft toys and music 

 Shared Lives schemes – being a member of  the family 

 Compassion at end of life – supporting 
both the person and their family 

 Adaptations in use of language to 
explain issues – simplify and use of analogies 

 Communication Aids – building trust (Cue 
Cards, Pointing Devices, Assistive Technology, 

Calendars and Objects of Reference) 
 

 Joined-up approach between services in 
supporting individuals  

 

 Positive impact in making hospital stays less 
stressful for both the person and the staff 

 

 Simulated process for ultrasound 

 Pre-visit for dialysis, meeting staff, support over 
moving watch to other wrist to enable access to the 
only viable vein for access 

 

 Nominated GPs with cross 
cover for absence 
 

 

 Doggedly pursuing the NHS over health appointments 

 Involving and collaborative relationships with families 

 Working with the Community LD Team 

 Support in hospital from carers who knows the person well 

 

 Support from the Community LD Team 

 Advance multi-disciplinary approach to 
planning for interventional procedures 

 Additional funded support for hospital stays  
 

 
 

 
 
 
 
 

“The dedication and support given by the 
Shared Lives carer ensured that the 

person's quality of life was very good. 
Living with a family who knew them so well 
would have been very reassuring for them 
as their Dementia symptoms progressed.” 

 

“Sometimes people with a learning disability are 
able to make choices that we would not 

necessarily advocate for. Respecting their wishes 
and allowing them to retain this control over their 
lives is equally important as supporting them to 

make informed decisions about their care.” 
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Overall Assessment of Quality of Care 

For the 39 completed reviews the following grades were recorded: 
 

Grade Quality of Care Reviews 

1 Excellent Care (it exceeded expected good practice) 2 

2 Good Care (it met expected good practice) 17 

3 Satisfactory Care (it fell short of expected good 
practice in some areas but this did not significantly 
impact on the person’s wellbeing) 

10 

4 Care fell short of expected good practice and this did 
impact on the person’s wellbeing but did not contribute 
to the cause of death. 

3 

5 Care fell short of expected good practice and this 
significantly impacted on the person’s wellbeing and/or 
had the potential to contribute to the cause of death. 

3 

6 Care fell far short of expected good practice and this 
contributed to the cause of death. 

4 

 
Somerset LeDeR Steering Group regularly monitors the progress against action 
themes arising from reviews, with additional attention to cases where care has fallen 
short of expected good practice. The theme areas for improvement emerging from the 
reviews and recommendations are: 

• Hospital Passports - keeping up to date and use as a key 
resource by hospital staff 

• Care worker support during admission and during stay 

Hospital 
Admission 

Support 

• As part of equalities training 

• More in-depth training with worked examples of how to 
adapt services to individual needs 

Training for 
Staff 

• Holistic approach to support access to mainstream services 

• Develop Health Action Plans for healthy weight, exercise 
and alcohol consumption 

• Check participation in screening programmes 

• Check access to dental, eye sight and hearing checks 

Annual 
Health 
Checks 
(AHCs) 

• Consent to medical tests and interventions 
Mental Capacity 
Assessment and 
Understanding 

• Follow-up on actions taken by providers as a 
result of the recommendations 

Provider updates 
on action 
progress 



 

10 

 
When Concerns Have Been Raised 

Part of the assurance process in Somerset is to ensure that concerns raised by 
family, carers, health or social care staff, reviewers and the LAC are addressed 
within the initial review or MAR process. Where appropriate the learning from this 
will be included in the review recommendations.  
 
In some cases with a particular condition, incident or circumstance, the LAC will 
consult with mortality leads and GPs from providers involved in the person’s care 
for clarification and further exploration for inclusion in the review prior final sign-
off of reviews, or the decision to conduct a full MAR. 

 
 

• Sepsis 

• End of Life 
Recognising 
Deterioration 

• Food consistency descriptions and compliance 

• Risk assessment for swallowing of inedible objects 
Choking 

risks 

• Understanding mild LD and issues around capacity 

• Support for the staff 

• Accessing support from the community LD team 

Placement 
in nursing 
homes and 
residential 

non LD 
homes 

• A few examples of Cerebral Palsy, Down’s 
Syndrome and Old Age 

Death 
certificates 

cause of death 

• Hydration 

• Acute Kidney 
Injury 

Renal 
Protection 
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Reasonable 
Adjustments 

A Legal Duty 
(Equality Act 

2010) 

Annual 
Health 
Checks 

Health 

Passports 

ACTION FROM LEARNING 

In 2019 there has been a move into development 
work to take forward learning points into actions. 
 
Learning Being Implemented  

Some of the key actions we have been 
working to implement: 
 

 Promotional activities to improve the 
use of health passports, this 
includes feeding into the hospital 
passport review being undertaken in 
Somerset 

 Increasing delivery and quality of Annual Health 
Checks and Health Action Plans, including: 

o A suite of resources to support more effective AHCs 
(including Easy Read) 

o Planning a training support programme for practitioners. 
o Update of Health Action Plans to include support for healthy 

lifestyle where indicated 

 Raising awareness of Reasonable Adjustments within all 
action areas, in particular: 

o To support people with participation in screening 
programmes 

o Adjustments to safeguarding and equality training 
o Easy Read training sessions at Musgrove Park Hospital  
o Preparations in line with the national mandated LD 

training for all staff. 
 

 Understanding and working with the individual’s 
capacity, the link between reasonable adjustments 

and consent, especially around refusal. 
 

 Raising awareness of opportunities for joint working 
with social groups and access to social activities. 

 

 Sharing of information on deterioration and sepsis, 
promoting the value of non-contact observations and 

importance of maintaining hydration. 
 

 Findings from the LeDeR reviews are shared with 
services involved and published through the LeDeR 

Newsletter with easy read versions available. Four editions 
have been issues and articles have focused on supporting 

the Action from Learning implementation and delivery. 
 

 

https://www.gov.uk/government/collections/reasonable-adjustments-for-people-with-a-learning-disability
https://www.somersetccg.nhs.uk/about-us/how-we-do-things/equality-and-diversity/learning-disabilities/
https://www.somersetccg.nhs.uk/about-us/how-we-do-things/equality-and-diversity/learning-disabilities/
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Great 
opportunity 
to discuss 
and share 
practices 

Was great to 
have people with 
LD represented 

at the event. 

Valid and 
interesting 

day 

Lots of 
contacts made.  

Inspirational 
day. 

There was a 
great variety of 

content 

Loved the 
variety of 
speakers 

“Quality of life at the home was ensured through 
enriching and social activities as well as kindness 
from staff, the family felt reassured that the patient 

was looked after well at the care home.” 

“The hospital and care teams showed 
excellent examples of adjustments that 
enabled procedures to take place by 
using analogies and language to help 

Richard understand the interventions and 
the reasons for them, and simulating the 

ultrasound scan process so he knew 
what to expect and felt reassured 

enough to consent to the procedure.” 

“Having a named care manager 
or social worker who knew the 

patient well, understood his 
homecare support needs and 
learning disabilities, helped to 

ensure excellent communication 
between all parties and that an 

appropriate person-centred 
package of care was in place.” 

Healthy Lifestyle Choices Event  

On 19 November 2019 the Somerset LeDeR Programme hosted a 
countywide full-day event in Glastonbury focussing on the learning 
from reviews around healthy lifestyle choices (See Appendix 3).  
 

The event attracted representatives from across the health and 
social care system in Somerset. The attendees included care 
home managers, clinical leads, commissioners, consultants, 
dieticians, health facilitators, nurses, social workers, 
physiotherapists, psychologists, support workers, service 
managers, and team leaders, among others.  
 
Resources on the key topics included in the programme were 
made available and shared on tables and during the event. The 
event was also recorded and plans to develop short media clips to 
share the learning and resources from the day are in 
development. 
 
Some of the key messages shared at the event were:  

 
LITTLE CHANGES MAKE A BIG DIFFERENCE 

 

 Small changes have a cumulative effect as illustrated by 
some of the comments in our reviews 

 These changes have a cumulative positive effect as failure to 
make reasonable adjustments have a negative impact on service 
accessibility, quality and safety 

 Checking and supporting screening appointments 

 Understanding the individual’s level of capacity 

 Communication between services about individual adaptations 

 Support for healthy life style choices 

 Support for social connections – where possible outside home  
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INTEGRATED PERSON CENTRED CARE 
Getting better at adapting care to individual’s circumstances and needs 

is central to our Somerset Health and Care Strategy 
 

Table Discussions 
 

 Capacity, Safeguarding and 
Consent 

 Information available to 
patients/homes 

 Care needs and assessment 

 Multiple individual professional 
points of contact, 
communication 

 Trust and continuity 

 Making good decisions in 
partnership with those patients 
and their carers 

 Somerset LeDeR Action Plan 

 What actions do you think 
would help staff working in 
services to better support 
people with LD? 

 
Taking Action in 2020  

Much of the work started by the Somerset LeDeR 
Programme and key stakeholders will continue into 2020 
and beyond. There are also a number of actions that are in 
development with plans to be started in the year ahead.  

 
The main areas are: 

 

 Increase understanding and capability across the whole 
workforce at all levels for reasonable adjustments  
 

 Improve support for healthy lifestyles through health action plans 
 

 Fluid intake and nutrition issues 
 

 Review of use of anti-psychotics' (increase support for STOMP) 
 

 Capacity issues for those with mild LD – assumptions about 
people’s level of understanding of consequences 
 

 Supportive plans for clinical investigations e.g. blood tests, 
invasive investigation procedures (to reduce refusals for 
consent) 

 

 Collaboration with Medical Examiners to support work to reduce instances of 
unconscious bias as rationale for DNACPR orders and recorded cause of death  

https://www.england.nhs.uk/learning-disabilities/improving-health/stomp/
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CONCLUSIONS AND RECOMMENDATIONS 

There is a clear importance placed on use of robust and sufficient data to 
reinforce the learning themes and conclusions drawn from LeDeR reviews. This 
should still be balanced with the narrative of the individual stories and quality of 
care for that individual. 
 
One of the key focuses nationally is on people from BAME groups, in Somerset 
we have had no cases from this cohort as yet, although this may be due to lack 
of awareness of notifying deaths to the LeDeR programme. 
 
Inadequate coordination of care and reasonable adjustments (including 
communication methods) are key areas of concern nationally and locally. 
Services need to develop and provide guidance for people with learning 
disabilities at individual and strategic levels in accessible formats. 
 
Areas to Incorporate into Actions 

 

 Use more local population demographic data to compare trends within the 
population of people with learning disabilities. 

 Continue working with health and social care stakeholder to identify where 
notifications are not being made, particularly for BAME ethnic groups. 

 Look closer at any implications of gender inequality for women within reviews 
and the impact of support to make healthier lifestyle choices access care and 
treatment this may have, in particular for conditions such as pulmonary 
embolism or deep vein thrombosis. 

 Care and support of Dementia patients in relation to deterioration due to co-
morbidities. 

 Actively promote the importance of reasonable adjustments across the 
whole workforce at all levels, particularly with use of best practice examples. 

 Collaboration between the LeDeR programme and STOMP working group to 
ensure that the learning from reviews where individuals were on one or more 
anti-psychotics at the time of their death informs local processes. 
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APPENDIX 1 – NATIONAL LEDER REVIEW PROCESS 
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APPENDIX 2 – LOCAL LEDER REVIEW SUPPORT PROCESS 
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Manage Resources 
Templates 

Case Studies 
Guidance 
Policies 
Leaflets 

Newsletters 

Notification Received 

Initial Checks 
 Key Information 

 Identify links to other processes 

 Raise relevant concerns with LAC 

 Identify information missing 

 

Contact Notifier 
Preferred method 

Letter 
S251 

Info List 

Information Requests 
 GP Practice 

 SomPar LD (contact in last 1-2 years) 

 Acute Trusts (Place of death) 

 

Letter 
Reviewer 

intro & leaflet 

Further Sources as Applicable 
 Local Authority (Social Worker) 

 Care Providers 

 CHC 

 Serious Incidents 

Update LeDeR Report 
 Cause of Death 

 Medication History 

 Family involved 

 Local Folder Documents 

Family 
 Contact 6weeks+ after death 

 Adapted Letter (reviewer to contact 
in 2-4weeks) 

Case Allocated to Reviewer with 
Admin Support available 

 Additional Correspondence 

 Meeting arrangements 

 Printing and posting Letters 

Letter/Email 

Multi-Agency Review 
 Contact agencies and family/carer 

 Request relevant notes 

 Support meeting arrangements 

 Update case documentation 

 

LAC Sign Off 
Supported by deputy LAC review and Steering 

Group case spot-checking of QA quality 

 Actions as required/applicable 

 Reallocate back to reviewer if MAR 

Steering Group 
 Add best practice and shared 

learning to tracker for action planning 

Letter 
Thank you letter family/carer including Newsletter 

Learning Points and Best Practice 
Offer copy of report/enclose copy as appropriate 

Feedback to Agencies/Families 
 Confirm with LAC on appropriate 

correspondence 

 Draft letters for sending to relevant 
persons/agencies involved 

Child Death Review interface 
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APPENDIX 3 – Healthy Lifestyle Choices Event Flyer & Programme 



 

18 

 
 




