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1. Executive summary 

The National Learning Disability Mortality 
Review (LeDer) programme requires all 
people with a diagnosis of a learning 
disability from the age of 4 years, to have 
a review into the circumstances of their 
death. The aims of the programme are to 
identify key learning to support increased 
quality of care and service delivery and 
prevent avoidable deaths of people with a 
learning disability. This is the third LeDer 
annual report produced by NHS BLMK 
(Bedfordshire, Luton and Milton Keynes) 
Clinical Commissioning Group. The 
purpose of the report is to provide an 
update on our:  
 

 Performance during the financial 
year from 1st April 2020. 

 Learning into action from the 
completion of LeDer Reviews. 

 Key priorities for the LeDer 
programme. 

 
The average age of death for people with 
a learning disability in BLMK is 56 years 
old. According to the most recent LeDer 
Annual Report for England this is 23 years 
younger than the national average for 
men and 27 for women. The LeDer 
programme aims to address this health 
inequality. Since LeDer was launched in 
October 2017, health and social care 
partners across BLMK have been working 
hard to ensure its successful 
implementation.  
 
Much progress has been made in the last 
18 months across BLMK, and we are 
confident with a key shift from ‘how can 
we implement LeDer across BLMK?’ to 
‘how can we use LeDer to improve the 
lives of people with a learning disability?’ 
The LeDer programme has identified 
many examples of good and excellent 
person-centred care. However, it has also 
highlighted several areas where 
improvements are required. With the 
completion of this year’s reviews most of 

these improvements fall under the broad 
emerging themes of:  
 

 Impact of COVID-19     

 Annual health checks    

 Speech and language therapy and 
assessment & practice  

 Epilepsy pathways and care   

 Falls and dementia and screening, 
risk assessments and referrals 

 DNCPR, advance care planning 
and end of life care 

 
During 2020/21 we have reviewed 43 
deaths of people with a learning disability 
and held five thematic workshops to put 
learning into action, working with partners 
and stakeholders on the emerging themes. 
Sadly, over this past year several people 
with a learning disability in BLMK have 
died because of the COVID-19 global 
pandemic and learning from these deaths 
continues to be addressed.  
 
Governance and processes are in place to 
support the quality assurances of LeDer 
reviews within BLMK, with 
recommendations and learning being 
reported to the BLMK LeDer Steering 
Group and Transforming Care Partnership 
Board. We fully appreciate that significant 
and sustained system-wide change can 
only be achieved through collaboration to 
implement the improvements needed and 
address the health inequalities that people 
with a learning disability face.  
 
BLMK are fully committed to making this 
change and continues to work with 
partners on how the local health and 
social care system can replicate good - 
and address poor – practices. In line with 
the NHS Long Term Plan commitment we 
look to address health inequalities and 
improve health outcomes for people with 
learning disabilities and help to prevent 
people from dying prematurely. 
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2. Introduction  

The scope of the LeDer programme is to support reviews of deaths of people with a 
diagnosis of a learning disability aged 4 and over who are registered with a General 
Practice (GP) in England at the time of death. All deaths for children with a learning 
disability are reviewed as part of the Child Death Overview Panel (CDOP) process. The 
learnings and recommendations are then fed into BLMK’s LeDer Learning into Action 
framework.  
 
The definition that is applied to the LeDer programme is based on the definition within the 
2001 white paper ‘Valuing People’. This sets out that a learning disability includes the 
presence of: 
 

 A significantly reduced ability to understand new or complex information, to learn 
new skills (impaired intelligence), with  

 A reduced ability to cope independently and impaired social functioning, which 
started before adulthood, with a lasting effect on development.  

 
BLMK’s commitment for people with a learning disability through the LeDer programme is to 
support improvements in the quality of health and social care service delivery and help 
reduce premature mortality and health inequalities. 
 
The programme is funded by NHS England and delivered through local partnerships. The 
LeDer programme in BLMK is overseen by the BLMK Transforming Care Partnership. 
BLMK’s objectives of LeDer are to:  
 

 Review anyone with a diagnosed learning disability who has died over the age of 4. 
The more people who are referred to LeDer the stronger an evidence base for 
change can be developed.  

 Each LeDer referral is allocated to a local LeDer Reviewer. In BLMK these are 
trained health and social care professionals experienced in working with people with 
learning disabilities.  

 The purpose of the Initial Review is to identify key learnings and recommendations to 
improve local health and social care services. The LeDer Reviewer will consider 
relevant case records and speak to family, friends and carers to form a pen portrait 
of the individual and coherent narrative of their care in the lead up to their death.  

 Where there were significant concerns about the person’s health and social care 
service delivery further information can be gathered through a Multi-Agency Review 
(MAR).  

 Before each Initial Review is approved it undergoes a quality assurance process 
through the BLMK Quality Assurance Panels. The Panels will agree on the scoring 
for each of the reviews conducted and the learning and recommendations. 

 Learnings and recommendations from every completed LeDer Review will feed into 
both the local and regional Learning into Action.  

 The BLMK LeDer Steering Group works closely with partners across health and 
social care to direct and progress LeDer learning and recommendations. 
 

Within the LeDer programme in BLMK reviewers are asked to consider potentially 
avoidable contributory factors. This refers to anything that has been identified as being a 
factor in a person’s death, and which, could possibly have been avoidable with the 
provision of good quality health or social care.  
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3. Statement of purpose  

BLMK Transforming Care Partnership is committed to the ongoing delivery of the LeDer 
programme. This means:  
 

 LeDer Reviews are allocated and completed to a high standard within the stipulated 
programme timescales.  

 Identified learnings and recommendations become Learning into Action.  

 Learning into Action improves the quality of health and social care services and 
reduces the health inequality faced by people with learning disabilities.  

 All stakeholders, including people with learning disabilities and their family, friends 
and carers, feel an equal partner in the LeDer programme.  

 

“Where he lived was just right for him. They were always very caring and it really made a 

difference to him and his life. It was important to know and have peace of mind that he was 

safe and happy. Although he had been in other homes, this was where he was the happiest. 

And when he went into hospital the staff would choose to stay with him so he wasn’t 

frightened. We do miss him but we know he had really good care and most of all was so happy 

in the last years of his life.”  Feedback from a family member. This is the kind of care and support 

that all people with a learning disability should receive. 

 

 
 
Personal information relating to individuals who have died, and their families, remains 
confidential to the services that supported them. The national LeDer team collects the 
minimal amount of personal identifying data possible, and this will be pseudonymised as 
soon as possible.  
 
The National LeDer programme has approval from Confidential Advisory Group (CAG) for 
Section 251 (of the NHS Act 2006) for the use of patient identifiable information in order 
that reviews can be undertaken of the deaths of people with learning disabilities.  

BLMK will 
complete a high 
standard quality 
Review  by 
experinced 
Reviewers  

Checking and completing the information received at the notification stage 

Contacting a family member or another person who knew the deceased 
person well, discussing with them the circumstances leading up to the death 

Scrutinising relevant case notes and extracting core information about the 
circumstances leading up the persons death: for example summary records 
from GP, social care, Learning Disability Team, hospital records 

Developing a pen portrait of the person who has died and a timeline of the 
circumstances leading to their death 

Completing the online documentation and an action plan which will be 
reviewed and scored by the Quality Assurance Groups, including deciding 
whether a multi-agency review is required 

Recommendations and learning will be reviewed by the Steering Group and 
presented at the TCP Board for implementation as part of the national LeDeR 
process 
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4. How the LeDer programme is delivered  

BLMK values the importance of leadership as critical tool for the successful delivery of the 
LeDer programme and local leaders at all levels are required to drive the programme 
forward. Working with partners is the mechanism to ensure reviews are completed in a 
timely way as well as developing approaches to address learning arising from reviews. The 
overall management of the LeDer programme is undertaken by the Local Area Contact 
(LAC) who will focus on different aspects of the programme, such as administration, clinical 
quality, performance and business intelligence.  

This year BLMK faced a number of challenges due to the COVID-19 pandemic and with 
staff across health and social care being redeployed to attend to related urgencies. 
Throughout the pandemic BLMK continued to prioritise LeDer, and in particular reviewing 
and learning from the COVID-19 related deaths. In order to respond to this an Independent 
Reviewer and Learning Facilitator was appointed through NHS England’s LeDer fund. 
BLMK successfully completed all LeDer reviews in-scope1 for this year. 
 
NHS England’s NECS Project (NHS England North of England Commissioning Support) 
was commissioned by NHS England to support in completing the backlog of reviews 
notified into the LeDer programme on or before the 31st December 2018. For BLMK, NECS 
completed a total of 21 reviews, these were 8 for Bedfordshire CCG and 13 for Luton CCG. 
 
The BLMK LeDer programme is overseen by a Steering Group. The LeDer Steering Group 
provides periodic updates to the BLMK Transforming Care Programme Board, the 
Safeguarding Boards and other stakeholders. This includes reporting to NHS England. 
LeDer referrals for people who are Black Asian and Minority Ethnic (BAME), account for 
around 19%. This is higher than the national position (which is 10%), but lower than would 
be expected for BLMK. Engagement with BAME people with a learning disability, their 
family, carers and those who represent them is the foundation by which the BLMK LeDer 
programme will address this disparity. 
 
BLMK LeDer Governance structure 
 

  
                                            
1 ‘In scope’: that is completing a review within 6 months of receiving the notification 

 

BLMK Strategic Quality and Safeguarding Boards   

Highlevel performance 
report  

Bedfordshire  
Quality Assurance 

(QA) Group  QA each Review  

Luton Quality 
Assurance (QA) 

Group QA each Review  

Milton Keynes 
Quality Assurance 

(QA) Group QA each Review  

BLMK TCP Board  
Implementation of 
Recemmendations  

BLMK LeDeR 
Steering Group Approving 

Revommendations 

Investigatory  Boards, CDOP, as 
appropriate  

High level Actions and 
recommendations  
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5. Data on LeDer notifications and performance  

BLMK has received a total 153 notifications of deaths for people with a learning disability 
since the LeDer programme commenced in 2017. Of these notifications 12 have been child 
deaths (aged 4-17).  
 
By the end of March 2021 BLMK had completed 120 (78%) of the total number of 
notifications. There were five notifications on hold at the end of the financial year, one due 
to a pending Coroner’s report and four due to CDOP inquiries.  
 
During 2020/21 BLMK completed a total of 43 reviews in full, achieving the trajectory target 
set for 2020/21 and all notifications in-scope. Of these completed reviews, 14 were for 
Bedfordshire CCG, 16 were for Luton and 13 were for Milton Keynes. Table 1 shows the 
breakdown of the all notifications received to date for BLMK combined and for the local 
CCGs across BLMK. This indicates that so far:  
 

 Bedfordshire CCG (which covers Bedford Borough and Central Bedfordshire local 
authority areas) has received the highest number of notifications with 56, followed by 
Milton Keynes with 49 and Luton which has received 48 notifications to date.  

 Luton CCG has completed 41 full reviews (85%), closely followed by Bedfordshire 
with 43 (77%) and Milton Keynes with 36(73%) of all notifications received. 

 
This is a significant achievement for BLMK, compared to last year when we had completed 
48% of the reviews (of all notifications received). Table 1 also includes the regional and 
national comparisons, which indicate that BMLK was only 5% below the national 
percentage and 4% above regional (East of England) percentage.  
 
Table 1: Total BLMK LeDer notifications to date  
 

 
 
In quarter 4 of 2020/21 the LeDer dashboard was not operational from 1st March 2020, due to 

system updates. This impacted on BLMK being able to complete reviews in full following 
instructions to not open reviews that could not be completed within 6 months, this included 
COVID 19 cases.   
 
Table 2 below shows that BLMK received a total of 12 notifications of child deaths, of these 
4 (33%) reviews have been completed. The child deaths are not reviewed by the LeDer 
programme, as they are passed to the relevant CDOP teams within each of the CCG, who 
will carry out a thorough inquiry. The LeDer programme will be notified when these reviews 
are completed and will forward on Form C. Relevant learning from the Form C will be 
reported back to the LeDer Steering Group and the Transforming Care Partnership.  
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The table indicates:  
 

 Milton Keynes CCG has so far received the highest number of notifications with 5 
notifications, followed closely by Luton CCG with 4 and Bedfordshire with 3. 

 By the end of March 2021 there were two CDOP reviews completed in Milton 
Keynes CCG and one each in Bedfordshire and Luton CCG.  

 
Table 2: Total child deaths notifications received to date  

 

 
 
Table 3 below shows that BLMK received a total of 31 notifications of COVID-19 related 
deaths during this year.  
 
There were surges in these notifications during the first and second wave of the pandemic. 
The notifications have been split into the local areas.  
 
The table indicates:  
 

 Bedfordshire CCG received 12 notifications of COVID-19 related deaths and 5 
(42%) of these have been completed. 

 Luton CCG received 10 and 5 (50%) of these have been completed. 

 Milton Keynes CCG received 9 and 3 (33%) of these have been completed. 

 Learning themes from the COVID-19 reviews were disseminated to relevant health 
and social care professionals through fortnightly meetings. 

 
Table 3: Total COVID-19 related deaths received to date   
 

 
 

Multi-agency Reviews (also known as a MAR) 
 
The following Chart 1 below shows the process that is followed should the initial review 
demonstrate the need for a multi-agency review.   
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Chart 1: BLMK Multi-agency Review Process  

 

 
The multi-agency review meeting provides an opportunity for those involved in the life and 
care of the person who has died to gather and discuss the circumstances that led to the 
person’s death. It should offer an opportunity for shared learning by all, and participants 
should be encouraged to be as open and honest as possible. 
 
During 2020/21 BLMK carried out two multiagency reviews, one for Bedfordshire CCG 
and one for Luton CCG. These recommendations were taken forward and in one 
circumstance referred to further investigation. 
 
Assessment and quality of care  
 
All reviews, once completed by a Reviewer, are taken to the relevant CCG’s Quality 
Assurance Panel for scoring in accordance with the LeDer guidelines. These scores are 
rated from 1 – 6, as illustrated in Table 4 and Chart 2 below.  
 
Table 4: Assessment of care  

 
Score  Quality  April 20 - 

March 21 

1 This was excellent care (it exceeded current good practice) 2 

2 This was good care (it met current good practice in all areas) 10 

3 This was satisfactory care (it fell short of current good practice in minor 
Areas), and no significant learning would result from a fuller review of the death 

13 

4 Care fell short of current best practice in one or more significant areas, but 
this is not considered to have had the potential for adverse impact on the 
person and no significant learning would result from a fuller review of the death 

11 

5 Care fell short of current best practice in one or more significant areas, 
although this is not considered to have had the potential for adverse impact on the 
person, some learning could result from a fuller review of the death - Multi-agency 
review may be required   

5 

6 Care fell short of current best practice in one or more significant areas 
resulting the potential for, or actual, adverse impact on the person - Multi-agency 
review may be required 

2 
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Chart 2: Scoring of care received  
 

 
 

During 2020/21 the majority of the reviews scored as satisfactory care, with two scoring as 
excellent, For the care that fell short (score 4, 5 and 6) two multi-agency reviews were 
undertaken, as mentioned above.  
 

6. Demographics and Causes of Deaths  

For the purpose of this report the demographics and causes of death recorded during 
2020/21 are categorised below as:  
 

 Ethnicity  

 Age of death  

 Gender 

 Place of death  

 Primary causes of death  

 Severity of learning disability by locality 

 End of life care pathway 

 DNACPR in place 

 Use of anti-psychotics  

 Number of annual health checks  
 
The majority of the deaths reported were white British, with a minority in the following 
ethnicity categories as illustrated in the Table 5. Graphs 1 – 3 show the breakdown by 
CCG.  
 
Table 5: Ethnicity categories  

 
  White 

British 
Irish Caribbean African Pakistani Indian Any other white 

background 
Unknown 

Ethnicity in 
BLMK 

31 1 1 2 3 1 2 2 

 
 
 
 
 
 

2 
10 

13 

11 

5 2 

Assessment of care received - scoring of completed reviews 
from 1st April 2020 - 31st March 2021 

Excellent (score 1)

Good (score 2)

Satisfactory (score 3)

Care fell short (score 4)

Care fell short (score 5)

Care fell short (score 6)
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Graphs 1 – 3: Ethnicity by CCG  

 

 
 

 
 

 
 
Age of death  
 
In 2020/2021 in BLMK the average age of death of people with a learning disability was 56. 
The median age of death was 23 years younger than that of the general population, and 3 
years younger than the national LeDeR data. 
 
Graph 4 below shows that the average age was higher in Luton than Milton Keynes by five 
years.  
 
Graph 4: Average age by CCG  
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Graph 1 - Ethnicity in Luton 
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Graph 2 - Ethnicity in Bedfordshire 
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Graph 3 - Ethnicity in Milton Keynes 
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11 | P a g e  B L M K  C C G  L e D e r  A n n u a l  R e p o r t  2 0 2 0 / 2 1  
 

Gender 
 
The percentage of male deaths recorded was six percent higher than the female 
deaths, as illustrated in the graph below:  
 
Graph 5: Deaths recorded by gender   

 

 
 
Place of death  

The most common place of death was in the hospital, as recorded last year. This is 
followed by the usual place of residence, with a small number who died in a hospice or 
not their usual place of residence, as illustrated in Table 6 and by CCG in Graph 6 
below:  
 

Table 6: Place of death  

 

  Hospital  
Usual place of 

residence Hospice 
Not usual place of 
residence 

Place of death 
BLMK 26 8 1 1 

 

Graph 6: Place of death by CCG  

 

 
 
Primary cause of death  
 
The primary cause of death in the reviews is recorded as detailed on the death certificate.  

 

47% 

53% 

Gender BLMK 

Male Female

0 5 10

Hospital

Usual place of
residence

Bedfordshire 

0 5 10 15

Hospital

Usual place of
residence

Hospice

Residential/Nu
rsing home…

Luton 

0 5 10

Hospital

Usual place of
residence

Milton Keynes 
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During 2020/21 there were 31 reviews of deaths that were either suspected or confirmed 
COVID-19. This accounts for 20% of all the notifications received by BLMK so far. From the 
other completed reviews pneumonia was recorded as the primary cause of death, with 
aspiration pneumonia and sepsis as the next most commonly occurring. 
 
Severity of learning disability by locality 

 
The average age of death for all severities is 65 years of age across BLMK. However, as 

the severity of the learning disability rises and the possibility of co-morbidities increase, the 

average age of death reduces. Graph 7 below shows the percentage of co-morbidities for 

completed reviews in 2020/21. This is a similar percentage to last year’s data.  

 

Graph 7: Percentage range of co-morbidities  

 

 
 

End of life care planning 
 
Within the reviews there is a requirement to understand end of life care planning for those 

where death was expected. The following Graph 8 below shows that this was the case for 

33% of the reviews, compared to last year where there were 36% of care plans in place.  

 

Graph 8: End of life care plans in place  
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DNACPR in place 
 
In addition, the reviews look to see if a Do not Attempt Cardio-Pulmonary Resuscitation 

(DNACPR) order was in place.  

 

Graph 9 below provides this data showing that for 83% of the reviews this was in place, this 

is higher than last year at 71%. 

 

Graph 9: DNACPR in place  

 

 
 
Use of anti-psychotics  
 
The completed reviews include a review of the individual’s medication, when they last had a 

medical review of medications, and specifically if they were prescribed an anti-psychotic.  

 

Graph 10 below shows that the majority of individuals were not prescribed an anti-psychotic 

medication.  

 

In addition to understanding the individual’s medical history the reviewers also explore if 

they were receiving specialist services. In the completed cases 95% had received some 

degree of specialist services input.  

 
Graph 10: Use of anti-psychotics  
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Number of annual health checks  
 
Evidence suggests that providing health checks to people with learning disabilities in primary care is 
effective in identifying previously unrecognised health needs, including those associated with life-
threatening illnesses. 
 
During 2020/21 the reviews indicated that 81% of the people who died received an annual health 
check in their last 12 months, see Graph 11 below:   
 
Graph 11: Annual health checks 
 

 
 

 

7. Learning from the outcomes of completed reviews 

LeDer reviewers will make recommendations from information made available to them 
when completing an Initial Review. Recommendations arising from each completed review 
are then considered by the Quality Assurance Panels who agree the most effective action 
that can be taken to improve practice or influence better outcomes for people with a 
learning disability. 
 
Emerging themes  
 
During 2020/21 themes have emerged from the recommendations of completed reviews. 
To further discuss and understand the learning from the recommendations we held 
workshops with key partners and stakeholders for each of the emerging themes.  
 
All workshops were well attended with keynote speakers presenting current pathways and 
processes and a wide range of stakeholders participating in the discussion sessions on 
where improvements can be made.  
 
Table 7 below displays the emerging themes that have been reported with the greatest 
degree of frequency. 
 

For detailed recommendations and feedback from the reviews and workshops, please see Learning 
into Action document Appendix One.  

 
 
 

81% 

19% 

Annual health check undertaken within the last 12 months 

Yes No
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Table 7: Emerging themes from recommendations  

 
Ref Emerging Theme Workshop Date Discussion points  

1.  Impact of COVID-19  November 2020  Short and medium term impact and learning from the first 

wave in preparation for a second wave 

2. Annual health checks  January 2021  How the checks are currently carried out and what are the 

issues and barriers to completing checks? 

 What are the potential solutions? 

 What model do you want to use going forward? 

 What support is required?  

 For practices, patients, care homes, care providers and 

families/carers 

3.  Speech and language 
therapy – assessment and 
practice  

February 2021  How should dysphasia training be provided for carers and 

professionals? 

 Once a dysphasia and nutrition plan is in place what is the 

best way to ensure ongoing monitoring and review of the 

condition? 

 How should outcomes be measured? 

4.  Epilepsy pathways and care  March 2021  What system-wide training and support is required to 

improve epilepsy care for people with a learning disability? 

 What do you recognise as the gaps in services? 

 What are the solutions? 

 What improved outcomes can we measure? 

5. Falls and dementia – 
screening, risk and 
assessments and referrals  

April 2021  How can we improve risk assessments and risk mitigation 

around someone’s seizures? 

 What do you recognise as the gaps in services? 

 What are the solutions? 

 What improved outcomes can we measure? 

6. DNACPR, Palliative and End 
of Life Care Pathway 

June 2021  DNACPR timing, process, communication, use of 

advocates, decision making responsibility 

 How can we improve end of life pathway  

 What do you recognise as the gaps in services? 

 What are the solutions? 

 What improved outcomes can we measure? 

 
Local Learning by CCG 
 
BLMK has been committed to completing LeDer reviews and extracting recommendations 
for learning to improve areas of practice. The reviewers and Quality Assurance Panels have 
maintained an important focus on capturing local learning, as noted below:  

 
For detailed recommendations from the reviews by CCG, please see Learning into Action document 
Appendix Two.  
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Bedfordshire CCG 
 

 Annual health checks 

 Cancer screening 

 Falls 

 Epilepsy 

 Dementia 

 Speech and language therapy  

 Palliative care 

 Primary care 

 Community services 

 MCA/Best interest meetings 

 Care Act assessments 

 Best practice models of care 

 Supporting care providers 

 Support for next of kin and families 

 Acute Trust pathways 

 DNACPR’s 

 Treatment escalation plans 

 (TEPS) 

 Safeguarding 

 Improving links between health and social care 

 Commissioning  
 

 
Luton CCG 
 

 Dementia pathway 

 Falls pathway 

 Stroke pathway 

 Epilepsy pathway 

 Mental Health 

 Emerging health needs 

 End of life pathways 

 Dental pathway 

 Anti-coagulants 

 DoLs  

 MCA/Best interest decision 
making/reasonable adjustments 

 DNACPR orders 

 Health checks 

 Families/carers 

 Care providers 

 Acute Trusts 

 GP practices 

 Commissioning 

 Safeguarding section 42 reviews 

 LeDer reviews
Milton Keynes CCG  
 

 GP practice /annual health checks 

 Primary Care Pathways 

 Mental Health 

 SALT Pathways 

 Best practice models of care 

 MCA’s/reasonable 
adjustments/BID/ DOLS 

 Acute trust 

 DNACPR’s 

 End of life care 

 Support for families and carers 

 Support for carers 

 Safeguarding 

 
Sharing Good Practice  
 
A framework for sharing good practice, as a commitment to ‘growing excellence,’ will be 
rolled out during 2021/22  to ensure the most effective format and channels of 
communication are in place for each intended stakeholder group. There were two reviews 
that scored as Excellent. 
 

8. Learning from COVID-19 

BLMK undertook LeDer reviews of all the deaths of people with learning disabilities in the 
first wave of the pandemic and continues to review further deaths. Learning from the deaths 
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up to July 2020 was identified and recommendations for improvement agreed. Two national 
reports were subsequently published by Public Health England and the Bristol University 
LeDer team, which provided further data and opportunities for learning. 

National report 
COVID-19 deaths of people with learning disabilities (Public Health England, 12 November 2020) 

 

The report was compiled using data from the LeDer reviews and the hospital dataset to 
establish the number of people with learning disabilities in England who died, definitely or 
possibly, from COVID-19 from the start of the pandemic to 5 June 2020.  
 
The review looked at: 
  

 Deaths from COVID-19 of people with learning disabilities. 

 Factors impacting the risk of death from COVID-19 of people with learning 
disabilities. 

 Deaths in care settings of people with learning disabilities. 
 

For detailed learning from the COVID-19 reviews BLMK Combined and by CCG, please see 
Learning into Action document Appendix Three.  

Main findings 

Nationally between the beginning of February and 5 June 2020 there were an estimated 
total of 956 deaths, after accounting for under-reporting. This represented a rate of 240 
deaths per 100,000 adults with learning disabilities, which is 2.3 times the rate in the 
general population for the same period. After adjusting for under-reporting the estimated 
rate was 369 per 100,000 adults, which is 3.6 times the rate in the general population. 

CPNS,2 which only records deaths that happen in hospital, recorded 490 deaths of adults 
with learning disabilities with COVID-19 up to 5 June. This is a rate of 192 deaths per 
100,000 adults with learning disabilities, which is 3.1 times the rate for adults without 
learning disabilities. This is likely to be an underestimate as a quarter of deaths reported in 
CPNS do not say whether or not the deceased had learning disabilities. 

Most deaths, that is 82% of people with learning disabilities from COVID-19 happened in 
hospital. This was higher than the proportion of all deaths in previous years (60%) and 
higher than the proportion of COVID-19 deaths in the general population (63%). 

During the peak (three weeks) of the pandemic, the number of deaths from all causes for 
people with learning disabilities was three times the average for the corresponding period in 
the two previous years. For the general population, deaths were twice as high during the 
same three week period, than the two years before. 

Adults with learning disabilities were over-represented by at least 3.1 times among the 
numbers of people dying. Of the deaths recorded in the CPNS up to 5 June, 1.8% was of 
people with learning disabilities while GPs in England recognise only 0.57% of adults 
registered with them as having learning disabilities. The disparity was much larger in 
younger age groups. 

                                            
2
 CPNS:The COVID-19 Patient Notification system (CPNS) was set up in March 2020 to capture COVID-19 related deaths in hospitals in 

England and is the process for reporting all COVID-19 deaths 
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Factors affecting the risk of COVID-19 deaths of people with learning disabilities 

In the general population, death rates from COVID-19 have been higher for older people, 
males, people from BAME groups, and people living in areas of greater socio-economic 
deprivation. When looking at the impact on the numbers and rates of death for people with 
learning disabilities the main findings identified: 

 The age band with the largest number of deaths was 55 to 64 years for people with 
learning disabilities, but over 75 for the general population. 

 COVID-19 increased the number of deaths for people with learning disabilities by a 
greater margin than for the general population, across all adult age groups. 

 The age-standardised COVID-19 death rate was higher for men than for women with 
learning disabilities by 1.4 times in LeDer notifications and 1.6 times in CPNS 
hospital death records. This was slightly less than the difference for the general 
population and for hospital patients without learning disabilities.  

 Standardising for age and sex, the rate of COVID-19 deaths was 451 per 100,000 
people with learning disabilities, 4.1 times the rate for the general population. 
Adjusting this to allow for under-reporting to LeDer suggests a rate of 692 per 
100,000, which is 6.3 times the general population rate. 

 The number of deaths from all causes for people with learning disabilities rose by 3.7 
times in London, compared with the previous two years, but by only 1.6 times in the 
South West. Other regions were somewhere between these increases. 

 Analysis for social deprivation and ethnic groups was limited.  

Deaths in care settings of people with learning disabilities 

The review looked at the extent to which people with learning disabilities appear to have 
been at additional risk from COVID-19 due to the types of social care they receive. The 
findings found that: 

 
 The rate of COVID-19 deaths for adults with learning disabilities in residential care 

was higher than the rate of COVID-19 deaths of adults with learning disabilities 
generally, estimated from LeDeR. It was 2.3 times the rate calculated from actual 
LeDer notifications and 1.5 times the estimated rate adjusting for under-notification. 
This difference is likely in part to reflect the greater age and disability in people in 
residential care.  

 Care homes looking after people with learning disabilities were less likely than other 
care homes to have had COVID-19 outbreaks. This is likely to be related to the fact 
they have fewer bed spaces. 

 It’s hard to comment on the scale of deaths in community social care because the 
numbers of people receiving care from providers which are likely to report their 
deaths is not clear.  

 
BLMK Mechanisms in place to embed learning 
 

 BLMK LeDer reviews provided data to inform the Public Health England and Bristol 
University LeDer reviews. 

 Monthly Quality Assurance panel discussions supported by senior provider and local 
authority representatives. 

 Panel representatives embedding learning through provider governance 
arrangements.  
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 LeDer learning COVID-19 workshop held in November 2020. 

 Fortnightly COVID-19 learning group established during the second wave to review 
morbidity, mortality and risks.  

 Collaborative behaviours which focus on system wide improvements. 

 Close working with provider clinical teams and commissioning teams. 
 

Examples of improvements put in place in response to the learning from LeDer 
reviews 
 

 Families and carers have reported that they cannot fault communication from the 
Acute Trusts. 

 Timely discussions are taking place concerning DNACPR orders and ceilings of care 
and next of kin are reporting satisfaction with the process. Increasingly community 
DNACPRs are being put in place and reviewed by Acute Trust medical staff. 

 Care providers report that they have access to PPE
3
 and pulse oximeters.  

 Examples of NHS 111 improving support to care providers include national review of 
COVID-19 pathways and attention to ascertaining the existence of a learning 
disability.  

 Significant improvements are in place in terms of reasonable adjustment including 
next of kin now having the option to support a loved one in hospital (within 
parameters), provision of 1:1 care when required and being present at the end of life.  

 There are good examples of mental capacity assessments and best interest decision 
making processes which include the next of kin and of fast track discharge plans and 
of life care being provided in the residential care setting. 

 

9. Priorities over the next 12 months  

From the reviews undertaken there was evidence of positive practice. However, there were 
also indications of inconsistencies in care. The emerging themes and local learning found 
from the reviews is summarised below in the Learning into Action (see Appendices) will be 
taken forward by the BLMK LeDer Steering Group during the financial year 2021/2022. 
 
We will also be producing a strategy in readiness to implement the new LeDer Policy and 
the priorities from April 2022. NHS England and NHS Improvement have published a new 
LeDer Policy, also in easy read. This is the link to the main LeDer page with the policy link. 
 
National publications, BLMK LeDer reviews and the Quality Assurance panel process have 
provided a platform for collaborative working and system wide health and social care 
discussions to identify learning into action, including learning from the reviews of COVID-19 
cases.  
 
A significant amount of learning has already been embedded and progress made in 
improving care and reducing inequalities for people with learning disabilities. There is still 
more work to do in terms of early identification of vulnerabilities (age, care settings, pre-
existing conditions), challenges associated with the emerging themes and COVID-19 
diagnosis and treatment, supporting carers to reduce the impact of diagnostic 
overshadowing, availability of specialist mental health input in the Acute Trust and clarifying 
DNACPR decision making responsibilities.  
 

                                            
3
 PPE: Personal Protective Equipment  

https://www.england.nhs.uk/learning-disabilities/improving-health/mortality-review/
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Other key priorities will be to:  
 

 Implement a local, sustainable approach to Quality Assurance to meet increasing 
demand.  

 Continue to collate learning and recommendations from completed reviews, 
including from the CDOP panels.  

 Engage with partners across the health and social care system about the Learning 
into Action. This will drive local conversations about the changes needed to improve 
the quality of services for people with a learning disability.  

 Publish the first BLMK Learning into Action LeDer Report. This will be supplemented 
by a further approach to feeding back to organisations specific actions identified for 
them by LeDer reviewers. 

 Continue with Learning into Action Workshops throughout the year on emerging 
themes.   

 Carry out an Equality Impact Assessment.  

 Continue to work in partnership with all stakeholders and strengthen our BAME and 
family and carer input.  
 

BLMK LeDer programme will continue to prioritise engaging with people with learning 
disabilities, their families, carers and wider communities.  
 
The BLMK Equality, Diversity and Inclusion Committee will play a central part in ensuring 
we meet our responsibilities under the Equalities Act to consider the views of different age 
groups, cultures and other socio-demographics.  
 
This is the basis by which we will integrate people with a learning disability into the LeDer 
programme, whether directly or indirectly through established voluntary, community and 
faith organisations.  

 
Our ambition is to build upon this by making all key learning disability stakeholders an equal 
partner in LeDer programme delivery. This includes the approach to Learning into Action. 
 

 

For any general enquiries about LeDer please contact:  
 
blmkccg.leder@nhs.net 
 
  

mailto:blmkccg.leder@nhs.net
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10. Glossary 

Clinical Commissioning Groups (CCGs) 

Clinical Commissioning Groups (CCGs) were established as part of the Health and Social Care Act 
in 2012, and replaced Primary Care Trusts on 1 April 2013. CCGs are groups of general practices 
(GPs) which come together in each area to commission the best services for their patients and 
population. CCGs buy services for their local community from any service provider that meets NHS 
standards and costs – these could be NHS hospitals, social enterprises, voluntary organisations or 
private sector providers - designed with knowledge of local services and needs.  
 

CQC – Care Quality Commission  

The independent regulator of all health and social care services in England. The Care Quality 

Commission monitors, inspects and regulates hospitals, care homes, GP surgeries, dental practices 

and other care services to make sure they meet fundamental standards of quality and safety and 

publishes what it finds, including performance ratings to help people choose care. 

 

Child Death Overview Panel (CDOP) 

The key functions of a CDOP are to: Review all child deaths, excluding those babies who are 

stillborn and planned terminations of pregnancy carried out within the law; determine whether the 

death was preventable (if there were modifiable factors which may have contributed to the death); 

decide what, if any, actions could be taken to prevent such deaths happening in the future. 

 

DNACPR do not attempt cardiopulmonary resuscitation 

A DNACPR decision is a written instruction to medical staff not to attempt to bring you back to life if 
your heart stops beating or you stop breathing. It’s also referred to as a ‘do not attempt 
cardiopulmonary resuscitation’ decision, or a DNACPR order. 
 
MCA Mental Capacity Act  

The Mental Capacity Act (MCA) is designed to protect and empower people who may lack the 
mental capacity to make their own decisions about their care and treatment. It applies to people 
aged 16 and over. It covers decisions about day-to-day things like what to wear or what to buy for 
the weekly shop, or serious life-changing decisions like whether to move into a care home or have 

major surgery. The MCA also allows people to express their preferences for care and 
treatment, and to appoint a trusted person to make a decision on their behalf should they 
lack capacity in the future. 

Pseudonymised 
The processing of personal data in such a manner that the personal data can no longer be 
attributed to a specific data subject without the use of additional information 
 
STOMP/STAMP 

STOMP stands for stopping over-medication of people with a learning disability, autism or both with 

psychotropic medicines. It is a national project involving many different organisations which are 

helping to stop the over use of these medicines. STAMP stands for supporting treatment and 

appropriate medication in pediatrics. 

 

Transforming Care  

Transforming care is all about improving health and care services so that more people with a 

learning disability and/or autistic people can live in the community, with the right support, and close 

to home. This means that fewer people will need to go into hospital for their care. 
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11. Appendices: Learning into action   

Appendix One: Recommendations from emerging themes  
 
Impact of COVID-19 - See Appendix three  
 
Annual health checks  
 

 GP practices must ensure that vulnerable patients are able to access routine health screening on 
registration with practices. 

 Review the process for recording annual health checks on Systm One to improve accuracy and 
efficiency. 

 Ensure that people registered as having a learning disability undergo an annual health check.  

 Ensure that commissioned services facilitate attendance at learning disability (LD) health checks and 
cancer screening programmes though contractual arrangements.  

 The health facilitation team to work with care homes to implement a process to flag up to GPs when 
annual health checks are due.  

 GP practices must ensure that alternative models are in place for LD patients who are unable to 
attend the surgery for annual health checks. 

 Improve the quality of annual health checks and the content and communication of health action plans 
to strengthen the ability to monitor care. 

 Risks in relation to self-injurious behaviours to be considered at annual health checks and mitigation 
plans put in place as required. This could include reviewing medication, ascertaining and 
communicating behavioural baselines and mental capacity, and use of hospital passports.  

 Patients prescribed anti-psychotics by the GP should have them reviewed at least annually by GP e.g. 
at health checks.                                                                                                                                                                                        

 Review participation in cancer screening programmes at annual health checks. 

 Ensure decisions not to participate in cancer screening programmes are clearly documented. 

 
Speech and language therapy (SLT) – assessment and practice 
 

 Review how carers and day services support people on a dysphagia plan to ensure pro-active referral. 

 Put in place contractual mechanisms to ensure that carers looking after people on a dysphagia plan 
attend dysphagia training. 

 Ensure that SLT support workers undertaking telephone SLT assessments are sufficiently trained to 
evaluate when face-to-face assessments are required.  

 Support and upskill care staff to manage known conditions and care for deteriorating patients. 
Assessments 

 Timely SLT assessments to take place including in cases of rapid deterioration. 

 Care providers to ensure that expertise is available to facilitate remote SLT assessments 5/7. 

 Review the criteria for face-to-face SLT assessments. 
Deterioration 

 Develop an agreed system-wide protocol for 'eating and drinking at risk' to provide all staff with 
guidance in this situation. 

 Dovetail the community and Acute Trust dysphagia pathway to ensure timely treatment decisions are 
made and inappropriate admissions avoided. 

 Alternatives to PEG insertion to be considered in all settings. 

 Review the PEG decision-making pathway across community and acute services. 

 Include the need for advanced planning in dysphagia pathways. 
Commissioning 

 Review the commissioning arrangements for SLT services.  

 
Epilepsy Pathways and Care 
 

 Map the epilepsy pathway across acute and primary care to assess what the NICE guidance says 
and how this impacts on people living with a learning disability.  

 Strengthen links between mental health and physical health with access to specialist support from 
teams trained to deliver care to people with a learning disability. 
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 Review the epilepsy pathway and put in place improvements in specialist support in the community 
setting. 

 Improve epilepsy education and training for the care providers. 

 Review the process for seizure management planning. 

 Improve support for carers of LD epilepsy patients. 

 
Conner Sparrowhawk Inquiry 2015 
Findings: Training and guidance, history taking and risk assessments, communication and engagement with 
family, communication between staff in relation to epilepsy needs and risk and errors and omissions in care. 
Independent Review by Veritas - Connor Sparrowhawk 
Oliver McGowen 2016 
Findings: Mandatory training, use of reasonable adjustments, listening to patients and their families, family 
involvement and non-pharmaceutical approach  
Independent Review - Thomas-Oliver-McGowan-LeDeR-Process 

 
Dementia and falls – screening, risk and assessments and referrals 
 
Dementia  

 Implement a Downs Syndrome Dementia Pathway for screening to take place at 30 and 40 years old 
and then every two years from 40 - 50 years of age.  Ensure that this screening tool is used and is 
embedded in everyday working practice and that all health practitioners are aware of this. 

 Processes to be put in place for baseline memory assessments to be undertaken for those living with 
learning disabilities as part of routine care.   

 All people living with learning disabilities requiring a dementia assessment to be sent to specialist LD 
memory assessment services. 

 Ensure that dementia assessments take place in an appropriate setting and over an appropriate 
timeframe to support accurate diagnosis. 

 Ensure appropriate dementia care is available for LD service users who develop dementia 
Falls  

 Following falls ensure falls risk assessments are undertaken and documented, Occupational Therapy 
input secured and a safeguarding concern raised.  

 Next of kin should be notified following falls.  

 Blood pressure checks should be in place for LD patients on hypertensives. 

 Improve education and training for the care provider in relation to falls management. 

 Ensure use and communication of falls risk assessments in provider settings. 

 Service users who experience falls should have a risk assessment undertaken on a regular basis and 
the impact of mitigating actions in preventing harm should be monitored. 

 When a person is recognised as being at high risk of falls, referrals to the falls service should be 
made and the outcome of the referral fed back to the referring clinician. 

 Ensure that fall prevention strategies are in place for people with learning disabilities and that risk 
assessments are reviewed following a fall and safeguarding referrals made. 

 
DNACPR, palliative and end of life care pathway 
 

 Improve timing, process, communication, use of advocates, decision making responsibility.  

 In cases where the DNACPR process was not followed in the Acute Trust there are examples where 
this was revisited by consultants at the earliest opportunity and the correct process initiated.  

 The thematic review will be presented at the DNACPR workshop and additional learning from the 
workshop disseminated to secure system improvements.  

 In terms of the context of COVID-19 early on in the pandemic NHS England guidance was developing 
in relation to reasonable adjustments and DNACPR’s and over time providers responded positively by 
undertaking more timely and comprehensive discussions regarding DNACPR’s. This included timely 
Mental Capacity Assessments, formulation of treatment escalations plans which were frequently 
reviewed and agreement of ceilings of care with carers/next of kin.  

 There were also excellent examples of Multi-Disciplinary Team (MDT) decision making regarding 
DNACPR’s including next of kin.  

 There were occasions, particularly early on in the pandemic when relatives/carers communicated that 
a DNACPR should not have been put in place and this was reviewed in detail by the panel and 
through the structured judgement review process and found not to be substantiated; although process 

https://www.england.nhs.uk/wp-content/uploads/2015/10/indpndnt-rev-connor-sparrowhawk.pdf
https://www.england.nhs.uk/wp-content/uploads/2020/10/Independent-Review-into-Thomas-Oliver-McGowans-LeDeR-Process-phase-two-_20-October-2020.pdf
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issues, communication and carers/relatives understanding of who is responsible for making the 
decision could have been improved.  

 Regular use of advanced care planning processes will assist in this area. Over time, providers, 
supported by learning disability nurses worked more effectively with relatives/carers and this became 
less of an issue.  

 
Appendix Two: Local Learning by CCG  

 
Bedfordshire CCG 
 

Theme Learning 

Annual health checks Improving the quality of annual health checks and the content and communication of health 
action plans to strengthen the ability to monitoring care. 

 GPs to consider thrombo-prophylaxis for mobility impaired people living with a learning 
disability. 

 Details of all ‘significant health events’ to be sent in writing to residential address, to ensure 
communication takes place with carers and families.  

Cancer screening Put in place a mechanism for best interest decisions to be made not to participate in bowel 
screening programmes or for participation to be fully supported. 

Falls Service users who experience falls should have a risk assessment undertaken on a regular 
basis and the impact of mitigating actions in preventing harm should be monitored. 

 When a person is recognised as high risk of falls, referrals to the falls service should be 
made and the outcome of the referral fed back to the referring clinician.  

 Blood pressure checks should be in place for LD patients on hypertensives.  

 Improve education and training for the care provider in relation to falls management.  

 Ensure use and communication of falls risk assessments in provider settings.  

 Ensure that fall prevention strategies are in place for people with learning disabilities and 
that risk assessments are reviewed following a fall and safeguarding referrals made. 

Epilepsy Review the process for seizure management planning for LD patients with epilepsy. 

 Improve education and training for the care provider in epilepsy training.  

 Review the epilepsy pathway and put in place improvements in specialist support in the 
community setting, for example, community epilepsy service.  

 Improve support for carers of LD epilepsy patients. 

Dementia Ensure appropriate dementia care is available for LD service users with dementia. 

 Alternatives to PEG (Percutaneous Endoscopic Gastrostomy) insertion to be considered in 
all settings. 

 The Acute Trust to ensure that referrals to community SLT services take place within 48hrs. 

Speech and Language  Timely SLT assessments to take place taking into account cases of rapid deterioration. 

 Care providers to ensure that expertise is available to facilitate remote SLT assessments  

Palliative care Raise awareness of palliative care pathway and function of the palliative care hub.  

 Ensure that MDT support is in place to promote timely referral to palliative care. 

 Ensure care providers are aware of palliative care referral pathways. 

 Include social care colleagues in palliative care discussions and planning. 

Primary care GP home visit and transport to hospital should be arranged for LD patients when conditions 
deteriorate.  

 “Make every contact count" training to be rolled out to mental health and LD service staff, to 
ensure that any health or social care deficits with care and support are addressed in a 
timely manner.                                                      

Community services Review the process for accessing air mattresses in the community setting including: 
process for referral to services, links with occupational therapists, management of delays in 
processing the orders, communication in terms of potential COVID-19 risks and expected 
timelines.  

MCA/Best Interest  MCA/best interest meetings should take place when service users develop vulnerabilities as 
a result of medical conditions and least restrictive options for care provision considered.  

 Ensure MCA assessments are undertaken in all care settings and best interest decision 
making is documented.  

 Reasonable adjustments provided when examining and taking history from LD patients in 
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Acute Trust settings and that appropriate records are made.     

Care Act Assessments Mechanisms for Care Act assessments are in place for people with a learning disability, with 
clarification sought when safeguarding alerts are raised. 

Best practice models  Risk stratification and care co-ordination are in place, including input from acute services, to 
improve the sharing and co-ordination of information as well as supporting targeted 
interventions.  

 Consider holistic needs and risk assessments when individual’s needs are increasing.  

 Consider the use of MDTs in primary care to strengthen risk assessments and evidence 
based decision making.  

 Those people with LD who are assessed as not having needs under the Care Act to 
consider how they can access support from care co-ordination. 

 Personalised care approach to ensure interventions meet the needs of vulnerable people, 
families and carers.  

Carers  Carers should feel confident to raise issues with GP's, for example needing more support.  

 Ensure that cohesive MDT support is in place for carers. 

 Bereavement support should be available for carers and friends within the LD community to 
promote wellbeing.  

 Supporting and upskilling care staff where necessary to manage known conditions and care 
for deteriorating patients. 

Support for next of kin 
and families 

Copy of the Lasting Power of Attorney paperwork should be available in patient/service user 
records in all care settings.  

 Ensure consistent messages for carers and relatives of LD patients concerning visiting/care 
support arrangements (this was picked up during the pandemic).  

 Regular carers assessments should take place in a culturally sensitive way.  

 Risks in relation to carer fatigue should be monitored and recorded. 

 Consideration of advocacy support should be available.  

 A trauma informed care approach should be considered when circumstances arise which 
make individuals/families reluctant to access services.  

 Consider how the system can work differently with difficult to engage families. 

Acute Trust pathways Review more formal arrangements for providing one to one support for people with LD on 
admission to hospital. 

 Ensure the documented sepsis pathway is referenced in medical records.  

 Ensure a comprehensive history is taken on admission.                                                                                                                            

 Ensure comprehensive medical reviews of the patient’s condition takes place during daily 
ward rounds and treatment plans are in place including access to appropriate diagnostics.   

 Ensure prompt involvement of mental psychology and mental health teams in the Acute 
Trust for LD patients with a history of mental illness   

 Put in place comprehensive discharge pathway for people with LD including access to 
rehabilitation. 

 Advocacy support should be available for patients with LD in the Acute Trust.                                          

DNACPRs Develop a system for social workers to be informed of hospital discharges.    

 Put in place a process for DNACPRs to be agreed and communicated and implemented 
across all care settings. 

 Ensure that next of kin are involved in DNACPR decisions. 

 Ensure relatives understand that treatment interventions continue after DNACPR signed. 

 Ensure that LD is not cited as a reason for DNACPR.  

Treatment Escalation 
Plans (TEPS) 

Ensure treatment escalation plans must be well documented comprehensive and regularly 
reviewed. 

Safeguarding Increased awareness for A&E staff on safeguarding alerts for vulnerable people. 

 Ensuring cases to be referred to the Adult Safeguarding Board under section 44 of the Care 
Act 2014 when safeguarding concerns identified.            

Improving links between 
health and social care 

As good practice and to improve joint working- develop care plans for people with LD with 
mental health needs between health and social care.                            

 Implement clear protocols for delegation of tasks and a mechanism for sharing clinical 
information between health and social care.      

Commissioning 
 
 

Include in provider recruitment and retention plans the need to facilitate service user access 
to transport for recreational/wellbeing purposes. 

Consider options for delivering Depot injections.  
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Develop a formal decision making process, supporting frameworks and mechanisms for 
information sharing when teams are asked to carry out additional functions. 

 Consider how specialist LD nurse’s input can be made available to Acute Trusts during the 
weekends. 

 Process for transition to adult services requires further exploration. 

 
Luton CCG 

 
Theme Learning  

Dementia pathway Implement a Downs Syndrome dementia pathway for screening to take place at 30 and 40 
years old and then every two years from 40-50 years of age. Ensure that this Screening Tool 
is used and is embedded in everyday working practice and that all health practitioners are 
aware of this. 

 Processes to be put in place for baseline memory assessments to be undertaken for those 
living with learning disabilities as part of routine care.   

 All people living with learning disabilities requiring a dementia assessment to be sent to 
specialist LD memory assessment services. 

Falls pathway Following falls ensure falls risk assessments are undertaken and documented, Occupational 
Therapist input secured and a safeguarding concern raised and that next of kin/carers are 
notified following the falls.  

Stroke pathway Consider national best practice from the stroke clinical network in managing patients with 
challenging behaviour who have a CVA. 

 Put in place a mechanism for carers to support clinical decision making relating to 
emergency interventions following a suspected CVAs. 

 Develop a pathway with timeframes to support good use of services such as the Psychiatric 
Liaison Team and the Psychiatric Intensive Support Team when managing life threatening 
events such as CVAs. 

 Put in place a training programme for A&E staff to understand and manage challenging 
behaviour. 

Epilepsy pathway Map the epilepsy pathway across acute and primary care to align against NICE guidance 
and how this impacts on people living with a LD. 

Mental Health Specialist LD behavioural and psychological approaches to be in place before prescribing 
antipsychotics. 

 Use of antipsychotics to be shared with LD teams, including audit of patients on Quetiapine 
and output of STOMP/STAMP audit. 

 Hospital admission avoidance plans should document the process for facilitating attendance 
at hospital for those with challenging behaviour experiencing an acute illness. 

Emerging health needs Care co-ordination and risk stratification models to be implemented when care needs 
increase. An MDT approach to be used to explore the full range of options to meet care 
needs, as well as for when families make frequent contact with health services in order to 
determine how to meet new/emerging health needs.          

 Ensure pathways enable management of complex conditions in the community setting 
including end of life care with access to acute services for specific interventions only if 
necessary. 

End of Life pathways Ensure that opportunities are taken to develop advanced care planning, for example, change 
in care setting or significant changes in care and support needs. In discussion with next of 
kin ensure plans for admission avoidance, end of life care, ceilings of care and palliative care 
are in place where necessary in the community setting.  

 Review process for initiation of end of life pathways for acutely ill patients with poor 
prognosis. Ensure support from the palliative care team is in place. As well as support from 
next of kin/carers as a reasonable adjustment in Acute Trust settings at end of life.  

 Review the need for palliative care education and training for clinical staff. Once palliative 
care decisions are made in an Acute Trust provide appropriate fast track pathways and end 
of life care in a care home setting where appropriate. Ensure processes are in place to make 
timely end of life care decisions 24/7. Ensure access to cares and family at the end of life. 

Dental pathway Raise awareness by use existing information and teaching aids and sharing good practice 
for people with LD and carers relating to checking and fitting of dentures and oral hygiene.  

Anti-coagulants Explore why alternative medication is not considered to prevent blood tests with 2-weekly 
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interval to monitor prothrombin times. 

Deprivation of Liberty 
Safeguards (DoLS)  

Sustain good practice of processing DoLS applications in a lawful manner and provide a 
simple guide of relatives concerning the implication of DOLs orders put in place including 
legal implications.  

MCA/Best interest 
decision 
making/reasonable 
adjustments 

Ensure that when in unfamiliar settings a person with LD have the full range of reasonable 
adjustments in place, including access to those who knew then such as family or carers. 

Ensure MCA assessments and best interest decision making processes are clearly 
documented in all care settings, taking place prior to procedures and best interest decisions 
are recorded. If unable to undertake the full MCA process, engage in early discussions with 
next of kin and document best interest decisions.  

Strengthen best interest decision making process to improve families understanding and 
ensure they feel their views are taken into account. 

DNACPR orders Where necessary review the DNACPR policy and documentation and provide training on 
DNACPR principles, practice and guidance including; capacity to consent, medical decisions 
in all care settings, the requirement for consult with next of kin, LD nurse input as part of the 
conversation, the need for follow-up conversations with family/carers and dates for review if 
necessary. Including initiating DNACPR discussions in the community setting with the GP 
and put in place DNACPR orders applicable across all care settings.   

Provide education and training to increase confidence in facilitating DNACPR orders in all 
settings to ensure best practice is followed. 

Clients with LD who do not lack capacity should have advocacy support and easy read 
material made available prior to giving consent for DNACPR orders. This support should be 
clearly documented. If a person does not have capacity to consent to DNACPR ensure 
family/LPOA representatives are involved in discussions.  

Communication with families should clarify that decisions are not made on the basis of an 
existing learning disability and that treatment plans and escalation processes are in place 
and will continue to be monitored.  

Ensure DNACPRs are revisited at each admission if they are not indefinite. 
Acute trusts to review DNACPR orders at an earlier stage when prognosis is poor. 

Health Checks Risks in relation to self-injurious behaviours to be considered at annual health checks and 
mitigation plans put in place as required. This could include reviewing medication, 
ascertaining and communicating behavioural baselines and mental capacity, and use of 
hospital passports.  

Patients prescribed antipsychotics by the GP should have them reviewed at least annually 
by GP for example, at health checks.                                                                                                                                                                       

Service users with a learning disability to be supported by providers to attend annual health 
checks in all settings, ensuring decisions not to participate in cancer screening programmes 
are clearly documented and that commissioned services facilitate attendance at LD health 
checks though contractual arrangements.  

The Health facilitation team to work with care homes to implement a process to flag up to 
GPs when Annual health checks are due. 

Families/carers Ensure that relatives are clear about roles and responsibilities of staff they interact with in 
both health and social care and to consider incorporating families/carers perceptions of 
changing needs of vulnerable people into risk assessments.  

Care providers Ensure care providers have an understanding of service user’s family tree and preferred 
contact details and that families of service users are notified them when a service user 
becomes unwell. This will need to be made in line with MCA/best interest decisions.  

Registered managers to draft protocols detailing how this will be achieved including 
timeframes. 

Care provider on-call records/handover should be completed each night and on-call 
protocols reviewed in light of delays in escalating deteriorating condition. 

Supported living staff to record reason for PRN medication in notes and MAR charts. This 
should be linked to PRN guidelines.  

Staff to ensure case notes are detailed, descriptive and record full details of events including 
times of events. Staff signing notes to ensure that initial and name is printed in capital letters 
and that monitoring of temperatures should take place. 

Ensure hospital passports or equivalent are regularly reviewed and kept up to date.  

Ensure care worker or GP is informed when LD patients decline assessment and consider 
how communication with carers from the Acute Trust can be improved. 

Acute trust Acute teams to link with care home managers early during an acute admission to ascertain 
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information and baselines and comprehensive history should be taken on admission to 
hospital which should include history of depression or psychosis. This information should 
inform risk assessments and care co-ordination to ensure that mental health and wellbeing 
needs are met within the Acute Trust setting. This will ensure assessing and meeting 
emotional needs of LD patients in Acute Trust settings, linking with specialist teams, is 
prioritised at the same level as meeting physical needs. 

 Processes for informing Acute Trust LD nurses of hospital admissions of patients with LD 
should be in place, as well as improving the standard of hospital discharge letters. 

 Ensure families can access support from the hospital help line and facilitate regular direct 
conversations with clinical staff particularly medical staff. 

GP practices GP practices to consider the benefit of having an LD lead who could act as a point of contact 
for the multi-disciplinary team caring for LD patients.  

 Clarification required for GP's relating to what constitutes a Learning Disability, the process 
for formal LD diagnosis and details of thresholds and referral pathways to access specialist 
services.  

 Ensure all options explored to support service users to reduce BMI.  

Commissioning Reduce risks to patients by extending access to hospital transport to ensure LD patients are 
not admitted to hospital when fit for transfer home and to commission home visits for 
specialist services when necessary. 

Health and social care to work together to strengthen the complex discharge process of LD 
patients to prevent pro-longed hospital stays and associated health deterioration, utilising 
step down facilities if appropriate.  

Ensure that LD nurse support for care providers is sustainable and is not impacted by 
system pressures. 

Safeguarding section 
42 reviews 

The Adult safeguarding team should receive assurance that the recommendations from the 
Section 42 Safeguarding Enquiry relating to the care home have been implemented.  

Evidence that all necessary changes are embedded to be obtained through a follow-up 
assurance visit. 

Outcomes of safeguarding referrals should be fed back to referrers. 

Accommodating the 
LeDer process 

Put in place processes to ensure that care home records are completed, stored and are 
available for LeDer reviews. 

Put in place processes to ensure that GPs understand LeDer information requests and can 
respond appropriately. 

Ensure that standards of care reflected in this review are adopted across the system. 

 
Milton Keynes CCG 

 
Theme Recommendation 

GP practice /Annual 
health checks 

GP practices must ensure that patients with LD are able to access routine health screening 
on registration with practices. 

GP practices must ensure that alternative models are in place for LD patients who are 
unable to attend the surgery to access annual health checks. 

GP practices to document service user contacts and clinical decisions in other care settings 
on SystmOne. 

Primary Care Pathways Weight management- Review healthy living and weight management support for people with 
LD living in supportive living accommodation. 

 Hypertension- LD patients on anti-hypotensive medication who are at risk of falls should 
have blood pressure monitored. 

 Constipation - Improve management of suspected constipation in the community setting. 

 Mobility - Ensure appropriate physio and Occupational Therapist input available for people 
with LD with increasing mobility needs in all settings. 

 Cancer screening - Recording of BID not to participate in cancer screening should be 
entered into records. 

Mental Health LD community mental health teams should be available to support Acute Trusts with 
behavioural support to ensure diagnostics can be undertaken. 

 Broader mental health and wellbeing issues should be considered when treating acute 
conditions of patients with a LD. 

 LD patients should have timely mental health/ behavioural baseline assessments at the 
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point of transfer of care. 

SLT Pathways Review how carers and day services support people on a dysphasia plan to ensure pro-
active referral. 

Put in place contractual mechanisms to ensure that carers looking after people on a 
dysphasia plan attend dysphasia training. 

Ensure that SLT support workers undertaking telephone SLT assessments are sufficiently 
trained to evaluate when face to face assessments are required. 

Review the criteria for face to face SLT assessments and the commissioning arrangements 
for SLT services and KPIs to ensure capacity is in place and quality standards are met. 

Review the community and Acute Trust dysphagia pathway to ensure timely treatment 
decisions are made, including direct referral to gastro enterology team, and inappropriate 
admissions avoided. 

Include the need for advanced care planning in dysphagia pathways and develop an agreed 
system protocol for 'eating and drinking at risk' to provide all staff with guidance in this 
situation. 

Best practice models of 
care 

Risk stratification and care co-ordination should be in place supported by a MDT approach 
for high risk LD patients. This process should include secondary care. 

 Consider a risk stratification tool to be rolled out for all people with a learning disability to 
ensure targeted interventions are in place.  

 Care planning for service users with complex health care needs should include scenario 
planning for Acute Trust attendances and admissions. 

 Review advanced care plans for those living with learning disabilities in light of current 
health risks in collaboration with relatives and cares. 

 Ensure MDT approaches are in place to manage complex cases.  

MCAs/Reasonable 
adjustments/ DOLS 

The formal process for DoLs application must be followed in an Acute Trust setting 
supported by an advocate as indicated.  

 Care providers to receive education and training in relation to MCA and best interest 
decision making and DoLS processes. This should include case discussion.    

 Ensure Mental Capacity Assessments take place with appropriate participation and that 
decisions are documented to inform care provision in Acute Trust settings. 

 Clarify referral process and timeframes for accessing IMCA (Independent Mental Capacity 
Advocate) support.  

 MCA and best interest decision making processes must be adhered to in all settings. 

 Ensure access to reasonable adjustments for people with LD admitted to hospital are fully 
considered and supported including advocacy support. 

Acute Trust Develop areas within acute trusts for immunocompromised patients.  

 Specialist LD specialist nurse advice should be available 7/7 in the acute trust.                                                                                                                                                                                           

 GP referral letters should be read by Acute Trust A&E clinicians as part of the clinical 
assessment process. 

 Acute Trust providers to improve the content of discharge letters. 

DNACPRs Improve communication with families concerning ceilings of care and responsibility for 
DNACPR decisions.  

 Review and improve processes for agreeing DNACPRs across the system.  

 Roll out education for IMCAs and care providers concerning DNACPR decision making 
processes. 

End of life care Specialist advice should be available to support end of life care for patients with complex or 
rare medical conditions in all settings including the home setting.                                                                                                                                                                        

 Consider how end of life care provision should be available in the home setting for complex 
cases. 

 Improve timing of formal best interest decision making processes and documentation re 
palliative and end of life care. 

Support for families and 
carers 

Ensure support for carers of people with LD is in place including formal oversight and 
advocacy support. 

Support for carers Provide support for care providers to effectively navigate their role in working with families 
when complex decisions are made.  

 Provide support for power of attorney in care homes to undertake the role in light of current 
risks to residents. 

Safeguarding Appropriate timely management of safeguarding issues. 

 Ensure that all recommendations resulting from section 42 inquiries linked to LeDer reviews 
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are implemented.  

Health commissioning Review access to acquired brain injury specialist care. 

 Arrangements for continuing health care funding to seamlessly follow the patient into a 
hospital setting to meet specific needs should be put in place.                                                                                                                                                                                                                        

 Specialist and complex continuing health care provision and contract arrangements should 
be reviewed to enable skilled carers to follow service users across all care settings. This 
may include specifying that provider staff are contracted to provide care in hospital settings 
with acute trusts taking on contract responsibility for carers during inpatient episodes.  

 Ensure access to personal health budgets is available.  

 Undertake market shaping to develop specialist care to meet complex need out of hospital 
and in a local setting.  

 Provide information to GP practices concerning what community services are available for 
people with LD, thresholds for referral and referral pathways particularly in relation to direct 
access for carers.  

 Ensure that GP records are transferred between GP practices efficiently. 

Health and social care 
alignment at the point 
of transfer of care 

When a service user is moved into a residential home from another area, they should be 
added to a central register of people with LD living in the area, which can be accessed by 
health and social care. 

Transfer information and care and support plans form local authorities must be routinely 
communicated to all relevant agencies.  

Transferring providers should ensure that comprehensive transfer information is provided to 
receiving services. 

Health and care providers to be made aware of where local area boundaries are set and 
implications for transfer of care. 

 
Appendix Three: COVID-19 Learning  
 
BLMK combined summary of learning  
 

Theme Learning 

Preventing spread  
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 Ensure the full range of measures to prevent the spread of COVID-19 in residential and 
supportive living environments is available including access to PPE and regular staff and 
service user testing.  

 Ensure that care providers implement the full range of preventative measures to prevent 
transmission.  

 Strengthen support for supportive living providers to prevent the spread of COVID-19 
including access to resources, COVID-19 testing and ability for people with LD to access 
finances. 

 Ensure shielding letters are sent to LD service users and their families and carers 
including those with Downs Syndrome. 

 Improve oversight of more independent service users accessing a number of day care 
services during a flu pandemic in order to reduce COVID-19 transmission. 

 Ensure screening for COVID-19 is in place in A&E. 
 Ensure COVID-19 testing is available in the community setting including GP surgeries and 

care homes to support clinical decision making for LD patients. 
 Put in place measures to reduce risk of infection linked to use of public transport during 

pandemics. 
Ensure that families caring for people with learning disability are supported to make 
shielding decisions and are offered alternative arrangements to meet the carer and family 
member needs.      

Risk mitigation  Ensure all commissioned services have in place timely COVID-19 risk mitigation 
strategies for people with LD which should include: 
o Protecting service users who are active in community setting and at risk of contracting 

the virus. 
o Simple explanations of PPE for those with learning disabilities including uses in 

hospital settings. 
o Ensuring communication in place when clinic arrangements change to ensure 

continued access to services. 
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Communication with 
families and carers 

 Ensure clear and consistent communication with relatives and carers concerning 
opportunities to support learning disability patients in acute trusts including options and 
assessment of risk.   

 When relatives/carers are unable to visit patients in hospital, ensure timely clinical 
conversations can take place with appropriate professionals. 

 Ensure mechanisms are available for families to influence acute care and communicate 
with loved ones.   

 Ensure consistent messages for carers and relatives of LD patients on COVID-19 wards 
concerning visiting/care support arrangements at end of life. 

Monitoring 
deterioration 

 Develop specific deterioration monitoring tools and make them available for use in 
residential/care home/supportive living settings.   

 Ensure that care providers have training, equipment and evidence based tools to identify 
deterioration. 

 Explore if thresholds for referral into hospital for LD patients with suspected COVID-19, 
need to be different from the general population taking into account differing physiological 
baselines and specific needs of ethnic minority groups. 

 NHS111 to review pathway with commissioners to ensure guidance at the time was 
followed for LD patients with suspected COVID-19. 

 Consider options for closer monitoring of people with LD who are COVID-19 positive who 
are living in a family setting. 

Reasonable 
adjustments 

 Review when individuals with a learning disability should be able to be supported by a 
carer/next of kin during a hospital admission and at end of life. 

 Ensure the full range of reasonable adjustments is in place and documented for wellbeing 
and communication support for people with learning disability when in unfamiliar settings, 
for example, during transfers and in hospital settings. Access to personal possessions, 
preferred food and drink and access to technology should be proactively explored with 
families/carers with the support of the LD nurse.   

 Specific reasonable adjustment should be considered for those who suffer from known 
phobias and/or are undergoing treatment for mental health issues.  

 When using PPE recognise the need to adjust communication to counteract the inability to 
see facial expressions, accommodate changes in speech and take into account hearing or 
visual loss in LD patients.  
Put in place appropriate explanations of PPE for LD patients in the Acute Trust. 

Support from 
primary care teams 

 Develop clear protocols during pandemics for care providers and GP's /NHS111 
concerning management of infections for people with LD who may be compromised due 
to co-morbidities and/or lower physical baselines. 

 GPs to take into account the need to improve communication with carers when unable to 
visit during the COVID-19 pandemic. 

End of life care  Review end of life provision in hospital for COVID-19 patients with learning disability to 
allow next of kin or carers to be present. 

 Consider how through personalised care planning those who have death hastened 
through COVID-19 can be discharged from hospital be cared for and reach the end of life 
in alternative settings and in an environment where they have the support of a familiar 
person.   

 Consideration should be given to enabling COVID-19 positive patients to be discharged 
and receive end of life in the residential home setting.  

 
Bedfordshire CCG - Learning from COVID-19 

 
Theme Learning (in italics is from the 2

nd
 wave) 

Preventing spread 
 

 During a COVID-19 pandemic timely testing of carers and provider staff and service users 
should take place including if symptoms develop. 

 Ensure COVID-19 testing is available in care home settings for residents and staff. 
 Improve oversight of more independent service users accessing a number of day care 

services during a flu pandemic in order to reduce COVID-19 transmission. 
 Strengthen support for supportive living providers to prevent the spread of COVID-19.  
 Ensure screening for COVID-19 is in place in A&E. 

Communication with 
families and carers 
 

 Clear and consistent messaging to relatives and carers must be in place.   
 Ensure mechanisms are available for families to influence acute care and communicate 

with loved ones during a pandemic.  



32 | P a g e  B L M K  C C G  L e D e r  A n n u a l  R e p o r t  2 0 2 0 / 2 1  
 

 Ensure consistent messages for carers and relatives of LD patients on COVID-19 wards 
concerning visiting/care support arrangements at end of life. 

Reasonable 
adjustments 
 

 LD patients must be provided with reasonable adjustments in terms of family/carer 
support during transfer and hospital admission; particularly those who have known 
phobias and are undergoing treatment.  

 Review when individuals with a learning disability should be able to be supported by a 
carer/next of kin during a hospital admission. 

End of life care 
 

 Opportunities for providing end of life care for service users with COVID-19 in alternative 
settings should be explored as part of personalised care planning. 

 Review end of life provision in hospital for COVID-19 patients with learning disability to 
allow next of kin or cares to be present. 

Support from 
primary care teams 
 

 Develop clear protocols during pandemics for care providers and GP's /NHS111 
concerning management of infections for people with LD who may be compromised due 
to co-morbidities and/or lower physical baselines. 

 GPs to take into account the need to improve communication with carers when unable to 
visit during the COVID-19 pandemic. 

 
Luton CCG - learning from COVID-19  

 
Theme Learning (in italics is from the 2

nd
 wave) 

Preventing spread 
 

 Ensure COVID-19 testing is available in the community setting including GP surgeries and 
care homes to support clinical decision making for LD patients. 

 Ensure community based COVID-19 testing is available for staff. 
 Put in place measures to reduce risk of infection linked to use of public transport during flu 

pandemics. 
 Ensure that families caring for people with learning disability are supported to make 

shielding decisions and are offered alternative arrangements to meet the carer and family 
member needs.      

 Ensure that care providers implement the full range of preventative measures to prevent 
transmission.  

 Ensure that shielding letters are sent to people living with Down’s Syndrom 
 Strengthen support for supportive living providers during COVID-19 pandemic including 

access to resources, COVID-19 testing and ability for people with LD to access finances. 

Monitoring 
deterioration 
 

 Develop specific deterioration monitoring tools and make them available for use in 
residential/care home/supportive living settings.   

 NHS111 to review pathway with commissioners to ensure guidance at the time was 
followed for LD patients with suspected COVID-19. 

 Consider options for closer monitoring of people with LD who are COVID-19 positive who 
are living in a family setting. 

End of life care  
 

 Consideration should be given to enabling COVID-19 positive patients to be discharged 
and receive end of life in the residential home setting.  

Reasonable 
adjustments 
 

 Access to personal possessions and preferred food and drink as part of the provision of 
reasonable adjustments should be proactively explored with families in Acute Trust 
settings with the support of the LD nurse.   

 During hospital admissions and at end of life ensure access to support for LD patients as 
part of the provision of reasonable adjustments.  

 When using PPE recognise the need to adjust communication to counteract the inability to 
see facial expressions, accommodate changes in speech and take into account hearing or 
visual loss in LD patients.  
Put in place appropriate explanations of PPE for LD patients in the Acute Trust. 

 Ensure that the full range of options are explored and documented, for support from 
relatives when a person with a learning disability is admitted to hospital with COVID-19, 
including technological options.  

Communication with 
families and carers 
 

 During a pandemic ensure clear and consistent communication with relatives and carers 
concerning opportunities to support learning disability patients in acute trusts including 
options and assessment of risks.   

 When relatives are unable to visit patients in hospital, ensure that timely clinical 
conversations can take place with appropriate professionals.  
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Milton Keynes CCG – learning from COVID-19 

 
Theme Learning (in italics is from the 2

nd
 wave) 

Preventing spread  
 

 Ensure the full range of measures to prevent the spread of COVID-19 in residential and 
supportive living environments is available including access to PPE and regular staff and 
service user testing.  

 Ensure shielding letters are sent to service users families and carers. 

Risk mitigation 
 

 Ensure all commissioned services have in place timely COVID-19 risk mitigation 
strategies for people with LD, particularly for service users who are active in community 
setting and at risk of contracting the virus. 

 Develop simple explanations of PPE for those with learning disabilities including uses in 
hospital settings. 

 Ensure LD patients are informed when clinic arrangements change as a result of a 
pandemic to ensure continued access to services. 

Deterioration  
 

 Ensure that care providers have training, equipment and evidence based tools to identify 
deterioration. 

 Explore if thresholds for referral into hospital for LD patients with suspected COVID-19, 
need to be different from the general population taking into account differing physiological 
baselines. 

Wellbeing 
 

 Ensure the full range of reasonable adjustments is in place for wellbeing and 
communication support for people with learning disability when in unfamiliar settings e.g. 
hospital settings. 

End of life care 
 

 Consider how through personalised care planning those who have death hastened 
through COVID-19 can be cared for and reach the end of life in an environment where 
they have the support of a familiar person.   

 Consider how COVID-19 positive service users can receive end of life care in the (care) 
home setting. 

 
 

 


