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EXECUTIVE SUMMARY 

This report covers the period April 2021 – March 2022. There is an easy read summary of the report which can be found in Appendix 1.

Learning from deaths of people with Learning Disabilities and Autistic People (LeDeR) is a national service improvement programme that was set up with the aim of reducing health inequalities and premature mortality by making changes to services both locally and nationally. 

The aim of this report is to share learning from the LeDeR programme in Somerset in order to promote change across the health and social care system. This report will summarise what we have found out from the LeDeR reviews carried out in the reporting period, highlighting good practice and areas for improvement. It will discuss key themes that have emerged from reviews and highlight work the LeDeR team have already done with system colleagues to promote change and improve outcomes for people with learning disabilities and autistic people. Lastly the report will identify key improvement priorities for the LeDeR team and colleagues across the Integrated Care System for implementation in the next year. 

The report has been written by Dr Rachel Donne-Davis, Local Area Contact for the LeDeR Team, with contributions from a number of system partners including BiggerHouse Film, OpenStoryTellers and Somerset NHS Foundation Trust. The LeDeR Team have provided reflections and case studies for the report and discussions by the LeDeR Governance Group have been incorporated in this report. 



INTRODUCTION

2.1	National 
LeDeR is a national service improvement programme looking at deaths of people with learning disabilities and autistic people. The programme was established in 2017 and is funded by NHS England (NHSE) and NHS Improvement (NHSI). 

The LeDeR programme aims to achieve the following:
Improve care for people with a learning disability and autistic people
Reduce health inequalities for people with a learning disability and autistic people
Prevent early deaths of people with a learning disability and autistic people

Prior to 2022 the LeDeR programme only included people with Learning Disabilities. From February 2022 Autistic people were also included within the scope of the LeDeR review process. 

Everyone with a Learning Disability aged four and above who dies, and every adult (aged 18 and over) with a diagnosis of autism, is eligible for a LeDeR review. Notifications of a death of someone with a Learning Disability or Autistic People can be made by anyone on the LeDeR website. 

Every person with a learning disability that LeDeR are notified of will have an Initial Review. Reviewers will then use their professional judgement to determine whether a Focused Review (a more in-depth level of review) is required. Focused Reviews can also be requested by the family of the person who has died. 

In certain situations a Focused Review will automatically be carried out:
Where the person is from a black, Asian or Minority ethnic group
Where the person has a clinical diagnosis of autism but not a learning disability. This is being piloted while the reviews for Autistic People are introduced.

Local priorities for Focused Reviews can also be determined if a particular theme is recurring frequently in reviews locally. 

2.2	Local 
Within Somerset CCG the LeDeR Team sits within the Quality and Nursing Directorate. The LeDeR Team consists of a Local Area Contact (LAC), Deputy Local Area Contact, one Senior Reviewer, two Reviewers and a Team Administrator. 

	Once a notification of a death is received by the team locally, it is reviewed by the LAC and Senior Reviewer and allocated to one of the LeDeR Reviewers for action. 
This report describes the implementation of the LeDeR programme in Somerset in 2021-22 highlighting key activity. 
The report looks at the causes and contributing factors to people’s deaths and discusses implemented and planned service improvements in order to share learning, improve health outcomes, reduce health inequalities and prevent premature mortality for people with Learning Disabilities and Autistic People. 

2021-22 has been a significant year of growth for the LeDeR team in Somerset and one area we have been particularly proud of is increased engagement from people across the health and social care system. The following are some comments from people in the Somerset system about their involvement in the LeDeR Programme and the importance of it locally:
The implementation of the new LeDeR policy from September 2021 has enabled a shift in focus for Somerset LeDeR work. The move to a systemwide focus – overseen and championed by the Somerset multi-agency Governance Board – aligns well to the move into an Integrated Care System. As a LeDeR Team we have worked hard to connect LeDeR to other system developments, such as the new Medical Examiner process and the system-wide Learning from Deaths meetings. 
Eelke Zoestbergen
Quality Lead for LD, MH and Community Services
Deputy LeDeR Local Area Contact
NHS Somerset CCG
The LeDeR process helps shine a light on our need to continue measuring, monitoring, and assessing our improvements, keeps reminding us to make adjustments to the way we work, and make changes identified from learning. 
Paul Townsend 
Director of Mental Health and Learning Disability Care
Somerset  Foundation Trust











The LeDeR programme is a valuable tool in highlighting areas for improvement and identifying good practice across the Somerset system. The LeDeR Governance Group draws in partners from across the ICS and will be a key mechanism for generating and monitoring sustainable change to improve outcomes for people with learning disabilities and autistic people going forward.
Jonathan Higman
Chief Executive Designate
NHS Somerset Integrated Care Board







I am delighted to see the reach of the LeDeR programme growing in Somerset, with a substantive team being appointed in the last year. LeDeR reviews are a really powerful way of learning from people’s experiences of the system locally and ensuring there are good outcomes for people with learning disabilities and autistic people. 
James Rimmer
Chief Executive & System Lead
NHS Somerset CCG 











2.3	Patient Engagement
Patient Engagement is at the heart of LeDeR both nationally and locally. Meaningful engagement of people with learning disabilities, and autistic people is key to LeDeR being effective as a service improvement tool. 

It is important to remember that this report is about the deaths of people with learning disabilities and autistic people. Whilst the case studies and data are anonymised these are real people’s stories. Their lives were important and of significant value and the impact their deaths have had on their family and loved ones will doubtless be substantial. 

We would like to thank families and carers who have taken the time to speak to us at what has often been a really difficult time in their lives. Their insight and candour has been invaluable and we are grateful we are able to share some of those stories here.

We have been very lucky in Somerset to work with some wonderful groups of people with learning disabilities and autistic people on some of our Learning into Action workstreams. However, we recognise that we could do more to ensure that meaningful engagement is central to all we do as a LeDeR Team. We are excited to tell you about some future plans and in particular share with you Dan’s story, which will give some idea of how we intend to work going forward. 
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2.4 	Quality Assurance and Governance Processes 
	The LeDeR programme sits within the Quality and Nursing Directorate and as such reports to the Patient Safety and Quality Assurance Group (PSQAC) and Somerset System Quality Group (SSQG). 

	The diagram below outlines the LeDeR Governance Process in Somerset and other key relationships.
[image: Diagram
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	All reviews are informally quality assured via peer review and formally via our Quality Assurance Panel. Initial Reviews are signed off by the LAC following the Quality Assurance Panels. Focused Reviews are signed off by a sub group of the LeDeR Governance Group. 

	The LeDeR Governance Group replaces the previous LeDeR Steering Group and meets bi-monthly. It contains representation from across the Integrated Care System (ICS) and its main purpose is to ensure that learning from reviews leads to sustained system change and better outcomes for people with a learning disability and autistic people. 

	Where significant risks are identified the Governance Group can escalate these via PSQAC and SSQC to Governing Body. 


3. 	LEARNING FROM DEATHS IN SOMERSET 

3.1	Notifications 
	In 2021-22 45 notifications were received by the Somerset LeDeR Team, an average of three or four notifications received per month. Chart 1 gives a breakdown of notifications per month. 


Chart 1
[image: ]


3.2	Notifiers of Death
	The largest proportion of notifications came from individual’s working in a  hospital setting which is in line with the largest number of deaths nationally being reported in acute / community hospital settings. Chart 2 details the full breakdown of where our notifications came from in 2021-22 and Chart 3 the location of death. 

Chart 2
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3.3	Completed Reviews 
	In 2021-22  52 reviews were completed by the LeDeR Team in Somerset. This number included 25 reviews which had been carried over from the previous financial year.

	The highest proportion of deaths (44%) were in acute or community hospital settings which is in line with the trend nationally.  Chart 3 details the breakdown of location of death. 

Chart 3
[image: Chart, pie chart
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3.4	Key Performance Indicators. 
	NHSE set two key performance indicators for LeDeR teams:
that all notifications will be allocated within three months of receipt, and
all reviews will be completed within six months of notification. 
Our performance against these two key performance indicators is set out in charts 4 and 5. 

Chart 4
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Chart 5 
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	It should be noted that in early 2021-22 the North of England Commissioning Support Unit (NECS) were contracted by NHSE to support local teams with review completion. This was due to a delay following the University of Bristol online platform closing and the new NHS online platform being established which created a back-log of reviews during this period. Data in chart 4 and chart 5 is separated out so the impact of reviews being allocated to NECS is clear. 

	Additionally it should be noted that recruitment to the local Somerset LeDeR Team was not complete until part way through the reporting period, with recruitment to reviewer posts being finalised in the Summer of 2021 and the Local Area Contact being appointed in October 2021. Going forward barring any exceptions this should mean that completion within KPI is achieved even more regularly than in the current reporting period. 


3.5	About the people who died 
	
	Gender
Over half of the people who died in 2021-22 were female. Comparator national data for 2021-22 is not yet available but LeDeR national data from 2018-2020 (LeDeR 2021*1) indicates that males accounted for 57% of deaths of people with a learning disability and females 43% with less than 1% recorded as ‘other’. The national data showed little variation across the three years. 

Comparable data for the general population is due to be published on 1st July 2022 and so can’t be referred to in the current report. However national data from 2020 (ONS 2021 *2) indicated that unusually for the general population there were more male deaths than female deaths. This was the first reported occurance of this since 1981 and as the 2021 data is not yet available it is not possible to establish whether this will be a continuing trend. 




Chart 6 shows that females accounted for 53% of deaths reported locally. This differs from the picture nationally. However due to the numbers involved (52) and the lack of comparable national data from the same reporting period it is difficult to draw too much from this information. We will continue to monitor this data via our local tracker and compare with national data once available. 


Ethnicity
Chart 6 shows our ethnicity data for 2021-22. A majority of people who died were reported as being ‘White British’ (96%), with 2% reported as being ‘Mixed British’ and 2% ‘Jewish’. 

According to the 2011 census (ONS 2012*2) 94.6% of Somerset residents are ‘White British’ and this is typical of what is reported in Somerset’s neighbouring Local Authorities although higher than the national average for England and Wales of 80.5%. This suggests that the local LeDeR data is broadly representative of the general population in Somerset. However it should be noted that the 2021 census results are yet to be released and further consideration of the 2021-22 data may be needed in the light of this. 

The 2011 census data also indicated a large increase in Polish born residents and an increase in the Portuguese population in Somerset. Whilst we don’t have the 2021 census data yet it is clear that the population of Somerset is changing. 

Additionally it should be noted that nationally LeDeR has identified a concern regarding the under reporting of deaths of people from minority ethnic backgrounds (LeDeR 2021 *1). 

More work is needed to understand whether this is the case in Somerset, particularly with the changing nature of the local population.  We are working with our Equality, Diversity and Inclusion Lead at the CCG to explore this, who is also part of the Governance Group and our named LeDeR representative for Equality, Diversity and Inclusion.


Chart 6 
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Age
The largest proportion of deaths were in the 56-65 age range, followed by the 66-75 category. The detailed breakdown can be found in chart 7. This fits with nationally reported data from 2018 and 2019 which indicates the median age of death for people with a learning disability notified to the LeDeR programme was 60. 

Chart 7 
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Where they lived
Usual place of residence is recorded, as nationally it is known to have an impact on certain inequalities and health outcomes. The most common place of residence in Somerset was own or family home, closely followed by residential home. The detailed breakdown can be found in chart 8. 

Chart 8
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3.6	Cause of Death 
Chart 9 details the main Cause of Death for each of the deaths we were notified of. This data is drawn from the Certificate of Cause of Death (MCCD). However some causes are grouped together into one overall category to enable ease of analysis as the numbers involved are so small e.g brain to include all references to brain, cerebral stroke, cerebral haemorrhage/infarction, cerebrovascular accident. 

The definitions of each of these categories can be found in this document



In 2021-22 the most common cause of death related to the respiratory system. This included conditions such as bacterial and aspiration pneumonia, as well as other respiratory conditions. 
This shows a similar prevalence to national data which in 2018 and 2019 showed that bacterial pneumonia followed by aspiration pneumonia were the most commonly cited cause of death in Part 1 of the Certificate of Cause of Death.  

3.7	Learning from COVID-19 
COVID-19-related deaths are not included within the respiriatory conditions category. In 2021-22 we were notified of two deaths where COVID-19 was mentioned on the MCCD; once as a conributing cause and once under ‘Other Conditions’. We were not notified of any deaths during the reporting period where COVID-19 was listed as the main cause of death. That is not to say that COVID-19 did not have an impact on the care that people received, with many appointments taking place remotely as per national guidance at the time, which may have had an impact on the care people received. 

Chart 9 
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3.8	Reflections from Reviewers 
As our team of reviewers has grown and become established in Somerset we have been keen to include regular peer supervision and opportunities for reflection so the reviewers can learn from each other and the diversity of reviews they have been carrying out. The following is a selection of comments from reviewers reflecting on their experiences of acting as LeDeR reviewers:

There can be a tendency when looking at a LeDeR review to focus on the last two years of life, the cause and circumstances surrounding the individual’s death and the support being provided. The Pen Portrait should be used as an important insight into the life of that individual, the care and support needed and provided and to gain a fuller idea of what that individual achieved. By focussing on the cause and circumstances of the death, the fullness of the life they had can at times seem to be lost.


When services have worked really well for an individual it feels satisfying and important to feed that back to them too – we know there are times when things aren’t as good as they should be but there are also situations where as a reviewer I can see people have really gone “above and beyond” to ensure the person they care for gets the support and end of life care they need or have asked for in their end of life care plan. The challenge is to make good practice like this the norm rather than the exception.













The support and love that is given by family members cannot be over emphasised. Many examples have been seen where the care, support and attitudes of the family have given individuals a full, inclusive and much-loved life. It is also important that those families that are struggling should be identified more quickly, and support structures put in place where required.
Why is it so difficult for people with a learning disability to access main stream services and have health treatments like everyone else in 2022?
It feels a real privilege to be a LeDeR reviewer and to have the time to talk and really listen to the people involved in caring for and loving the person who has died, whether that is paid carers or family carers or both. 

PEOPLE’S STORIES 

At the heart of LeDeR are people, real people with real stories and we are uniquely privileged to be able to hear these stories and learn from them as we conduct LeDeR reviews. Spending time with family members and other people important to the person who died gives us a unique insight into that person and we are so grateful to all the people who have given their time to speak to us. Here are just a few examples of some of the stories we have had the privilege of sharing as a team. Names and other identifiable details have been changed to enable the stories to be shared anonymously. 


4.1	Celebrating Good Practice

Dave’s Story 
Dave was born in east London and lived there with his parents and older brother. In 1958, the family moved away from London as their father became Asthmatic and it was felt that the air would be better there. 

When his father died, Dave and his mother moved in with his brother, his brother’s wife and their children and they lived very happily as one large family for many years.

Dave enjoyed writing and would always ask for pens and exercise books for Christmas and Birthdays. At one stage of his life each day he would get a copy of the local newspaper and copy out the television programmes for that day. He would only use the first line of the page before turning over!! 

He loved anything to do with Bournemouth Football Club and was really happy when they were promoted. He enjoyed 60's music, especially Chas and Dave and had a significant knowledge about it. He liked motor racing, snooker and enjoyed playing ten pin bowling. 

His religious beliefs were very important to him, he attended Church weekly and served at Mass. As his condition deteriorated and he was unable to attend Church, clergy visited weekly and took communion with him.

Following the death of his mother it was suggested that it may be a good time for Dave to gain some independence and to try out supported living. 

When he was nearly fifty years old, he moved into a house with three other people. Dave was really very happy living there and remained living there until his poor mobility meant that he was unable to manage the stairs. He then moved into a residential home. He loved it there and it was good that he already knew some of the residents from previous activities he had joined in. He had been so excited on the day that he was due to move there, that he left all the doors open and unlocked when he went. This was not discovered until his brother returned home in the evening.





























Dave had had a very full life and took a course at college and gained a certificate for a Diploma in Computer Studies which he was proud of. He had also in his younger days worked at a cafe, although he spent most of his time there leaning up against the counter chatting to people!

For one of his birthdays a huge surprise party at a local hotel to celebrate was arranged and over 50 people attended. Despite his poor mobility, he managed to enjoy his favourite music and there are lots of lovely photographs of the event. 

Dave gradually became less mobile and following a hospital admission despite attempts to get him back to his home, he sadly required more specialist care than they were able to provide, and an alternative care provider was found. 

He moved to live in a Care Home near his family for approximately the last two years. He had large patio doors in his room so he could have visitors see him from outside during the COVID-19 Pandemic.

His brother and his wife were with Dave when he died at the home. They sat with him, said prayers, prayed the Rosary and following that he sighed and then peacefully died.





















4.2	Areas for Improvement 

Both Susan’s and Lucy’s stories show clear areas where services could have worked together differently to improve outcomes and whilst there may not have been a direct impact on the cause of death, it can be argued that these circumstances diminished quality of life and wellbeing in the period leading up to death. That said, both these stories also highlight areas of good practice, such as meaningful involvement in end of life care planning, and those should be noted alongside the areas where improvements are clearly needed. 

Susan’s Story 
Susan was a 70 year old lady with a moderate learning disability who lived in a supported living setting. She communicated with signing, pointing and single words. Susan was able to make simple day to day decisions herself, however a Best Interests decision making process was required for more complex decisions concerning her health and wellbeing. Susan’s sister was involved with decision making. Susan disliked any physical interventions and sometimes did not wish to take her medication, receive personal care, or have basic observations carried out; blood tests were undertaken when she had a general anaesthetic for dental work. Annual Health Checks were very limited as a result. Susan took time to get to know people and build up trust, any change was extremely stressful for Susan and was reflected in the behaviours she displayed. Some desensitisation methods had been tried in the past few years, however these had little effect.












Susan became very unwell and although her care provider and her social worker were pressing for a Best Interests meeting and a behaviour support plan if she should require hospital admission, this did not happen. 

Discussions were held led by the GP and a multi-disciplinary meeting, but no decision was reached. As it was Susan was admitted in an emergency, this was distressing for her, however she was very unwell at this time. After a few weeks in an acute hospital she was transferred to a community hospital for rehabilitation. Again, no agreed process/plan was in place to facilitate this transfer, on this occasion she experienced a degree of restraint from six people to transport her by ambulance. Her carers who knew her well had not been informed of the transfer. Initially the community hospital had not received sufficient information to enable them to understand Susan’s needs; this was resolved; however it took time for her to build trust with staff.  

Susan’s story became more complicated as to return home required staff to be trained in administering insulin via injection following new diagnosis of Type 1 diabetes and there was not a clear commissioning pathway to facilitate this. Unfortunately Susan died of septicaemia about a month later due to complications of her leg ulcers not healing. 











[bookmark: _Hlk105677952]










Lucy’s Story  
Lucy was a 64 year old female who lived in Supported Living Accommodation. Prior to that she lived in the family home with her parents who she was very close to. 

Lucy had a hysterectomy in 2012 due to cancer. Her cancer reoccurred in 2014 which was managed surgically but there was a further recurrence in 2015. Lucy found treatment hard to tolerate and it was agreed with her and her family that further occurrences would be managed pragmatically with some hormone treatment but no further intervention. Lucy was supported really well by her Mum and then her brother to make decisions relating to her own health and health care. 

Lucy presented in primary care with a painful stomach in April 2020 however due to COVID-19 restrictions in place at the time she was not seen in person till November 2021. At this appointment the GP felt her stomach and discovered a mass.  Previous decisions made by Lucy and her family meant that no further medical intervention was appropriate. However, the delay in being seen in person may have led to a delay in accessing support from the Palliative Care Team and/or impacted on her overall wellbeing. Lucy was referred to the Palliative Care Team in March 2021. Lucy’s Cause of Death was Metastatic Endometrial Carcinoma and Lucy died in her home which is what she had requested and was documented in her Treatment Escalation Plan 






















LEARNING INTO ACTION 

5.1	Themes from 2021-22 Reviews 

An essential focus of the LeDeR programme is on improvement and learning into action. To facilitate this the new LeDeR system created 10 core themes which are applied to all Focused Reviews as part of the review template. In Somerset we have extended this to cover the SMART actions (Specific, Measurable, Achievable, Relevant, Timely) from Initial Reviews to create uniformity and assist in identifying patterns where improvements can be made. This also allows us to triangulate our SMART actions with themes coming out of other review processes such as Serious Incidents and Safeguarding Section 42 Enquiries. 

The core themes are:
Learning Disability awareness
DNACPR recommendations and End of Life care
Deterioration
Care pathways
Involving the Coroner
Family and carer awareness of available support
Transition
Safeguarding
Training for specific conditions
Professional practice and provision of care

Additionally we have added some locally identified themes to highlight common situations identified within reviews in Somerset. These are:
Commissioning
Health Passports 
Impact of COVID-19. 

Chart 10 illustrates the most commonly occurring themes emerging from reviews in 2021-22. Analysing the themes across all LeDeR reviews carried out within the new system provides an overview in addition to specific actions for individual reviews which are being taken forward locally. Using the above core themes as well as our locally identified ones; the biggest proportion of reviews had issues falling under the categories: ‘Professional practice and provision of care’; ‘Care pathways’ and ‘Impact of COVID-19’. 



Chart 10 
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Professional practice and provision of care
A number of different learning areas are encapsulated within this theme. This ranged from a lack of understanding and misapplication of the Mental Capacity Act to services not understanding the need to provide reasonable adjustments (such as the use of health passports in acute care), to recording issues which led to patients not being identified on the LD register when they moved into the area. Susan’s story provides an example of where the Mental Capacity Act was not appropriately followed. Whilst there were some examples of positive practice within her care, the lack of involvement of people who knew Susan well ultimately led to a very distressing hospital transfer with a level of restraint that could have been avoided. 

Care pathways
A common thread within the care pathway theme was that of communication between services. People with learning disabilities and autistic people often have involvement from multiple services, from within health, social care and education and there were a number of incidents where communication between services, particularly different elements of health care provision was poor, resulting in delays to treatment provided. Gaps in knowledge of appropriate referral routes resulted in individual’s not receiving timely specialist learning disability support and discharge summaries lacked key information leading to delays in onward referrals as Primary Care were not fully aware of what investigations had already been carried out. 

Additionally the high proportions of deaths due to respiratory issues, particularly pneumonia, has highlighted the need for robust multi-agency care pathways and also the need for existing commissioning arrangements to be reviewed locally. 
Impact of COVID-19
Cutting across many of the reviews the impact of COVID-19 is acknowledged due to its impact on the way care and support within health and social care had to be provided during periods of restriction. Lucy’s story gives a powerful illustration of the potential impact non face to face appointments could have on someone’s health and wellbeing. Lucy experienced a significant delay before she was seen face to face and it is possible that the identification of the reoccurrence of her cancer was delayed due to this. Whilst this didn’t change her treatment plan or the eventual outcome, due to her choice not to have further invasive treatment, it may well have had an impact on her overall wellbeing due to the delay in involving the Palliative Care Team. 


Update on Learning into Action 

Somerset Strategic Vision
The three year strategic vision for Somerset (in line with the NHS Long Term Plan) and as detailed in our 2020/21 annual report remains focused on supporting people with learning disabilities and / or autism to look after their health and lead healthier lives. We see the LeDeR programme as a key enabler in continuing to shape our emergent strategy and to inform local commissioning, planning, learning and continuous improvement; it is not a standalone process and aligns closely with the principles set out in the wider Somerset Learning Disabilities commissioning three year road map.
Our strategic aims will help ensure people receive timely and appropriate health checks and have better access to health services whilst improving the level of awareness and understanding across the NHS and wider stakeholders of how we can best support each individual in a person-centred way.
We want people with learning disabilities and / or autistic people to be able to say that:

I will have a fulfilling life as a Somerset citizen, including having equal opportunities and choice of where to work, study, enjoy leisure and social activities as well as have meaningful relationships and friendships.
I will be able to have and / or remain in my own home.
I will have access to good quality mainstream services when needed.
I will have timely access to good quality and safe specialist services as close to home as possible.
I will have access to specialist bed provision when needed and this would be for the shortest possible time required.
Our ambition in delivering on these key priorities will mean that more people with learning disabilities and / or autism who live in Somerset are able to live their lives in the way that they choose.

	Learning into Action Priorities 
	We have been refining our Learning into Action Improvement Priorities for 2021 - 2024 in light of reviewing the themes emerging from our most recent reviews and also by working alongside colleagues in the CCG to identify areas of overlap where we can work together to improve outcomes across the system. Whilst the core priorities remain the same the way we are operationalising this has changed and the LeDeR Three Year Strategy is being updated to reflect this. We have also identified an additional priority relating to Meaningful Engagement as we recognise this is an area we can improve upon in Somerset. 

	The Learning into Action Improvement Priorities are as follows:

Improvement Priority 1:  The Annual Health Check (AHC) Programme
Aim 1:  Increase the uptake of annual health checks in Somerset.
Aim 2:  Improve the quality of annual health checks in Somerset.

Improvement Priority 2:  Mental Capacity Act (MCA)
Aim:  To promote positive practice in relation to the Mental Capacity Act and its application in health and health care of people with a learning disability and autistic people. 

Improvement Priority 3:  Effective Joint Commissioning
Aim:  To develop a joint health and social care approach to commissioning and quality contract management that supports holistic care to individuals. This will support effective management of a range of health and care needs in any setting such as epilepsy, dementia, mental health, and reduce the potential need to move an individual from the place and care givers who are familiar to them. 

Improvement Priority 4:  Meaningful Engagement of people with learning disabilities and autistic people 
Aim: To build on the existing good engagement work that has taken place in relation to the LeDeR programme and wider Learning Disability and Autism workstreams in Somerset. We want people with learning disabilities and autistic people to be meaningfully engaged with and involved with all elements of the LeDeR programme, including our Governance processes. 



What we have done in 2021-22 and what we plan to do in the future 
We are very proud of the work that we have done to begin to take forward our Improvement Priorities and are excited to share what we have planned for the future. 

General Improvements







Annual Health Checks 
There has been a substantial amount of work related to Improvement Priority 1 culminating in 77% of those in Somerset on the Learning Disability Register receiving an Annual Health Check (AHC) in 2021-22. The full details of all the work carried out to support this outcome can be found in the Project Achievements and Future Scope document.




The following is a summary celebrating key achievements to date: 





The full copy of the AHC Principles of Expectation document can be found here




We recognise that there is more we can do to improve the quality of LD AHCs in Somerset and also to ensure that everyone who is entitled to a check is receiving one. As such we are planning the following:
Pilot of a Primary Care Liaison Role with a focus on register validation and support of the AHC process. 
Identifying pilot sites for AHC for Autistic people as and when these come online. 
Continuing to maintain forums for collaborative working around AHC across the Integrated Care System. 
Developing a network of Learning Disability Champions across our practices in Somerset.

Mental Capacity Act 
A lack of knowledge of and misapplication of the Mental Capacity Act is a theme that runs through a significant number of reviews. In the last year we have carried out work to being to identify in more detail where those gaps are and to look at the best way we can have influence across the system to improve this going forward. [image: Diagram
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LeDeR is part of a system wide Task and Finish Group which is hoping to develop a single Mental Capacity Act competency framework and training offer for use in Somerset. We are working with colleagues to bring together existing work and pilot a consistent approach with a number of providers which will be reviewed using a Quality Improvement Methodology. 

Effective Joint Commissioning
Holistic person-centred commissioning is a key part of Somerset’s strategic approach, and where there are gaps in commissioning or perhaps things aren’t approached in the best way, as sometimes evidenced in LeDeR reviews, we are keen to learn from this so the system can produce better outcomes for people going forward. The following is a summary of work LeDer has participated in regarding this work stream. [image: Diagram
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We recognise there is further work to do here and as themes emerge from LeDeR reviews we will continue to progress work in this area via the LeDeR Governance Group. Some examples of current work planned include:

System wide Task and Finish Group to look at emergency funding for those being discharged from hospital. 
Piece of work looking at Accident and Emergency discharge information and communication between services. 
System wide review of commissioning arrangements for Respiratory Physiotherapy in the community and the need for a multi-agency care pathway for secretion management. 

Meaningful Engagement of people with learning disabilities and autistic people
We are proud of how we have engaged with people with learning disabilities and autistic people to take forward areas of work and to understand the impact of the LeDeR programme. However, we are keen to take a more strategic approach in how we do this and are conscious that our new Governance Process in particular does not currently involve sufficient people with learning disabilities and autism. 

The following is a summary of the work carried out in the last year and the exciting project plans we have for the future. 


During the last year, we have actioned our commitment to develop relevant and effective relationships with people who have learning disabilities and autistic people. We developed two project proposals which went out for expressions of interest. The first proposal was to support us in developing a meaningful engagement strategy, in particular looking at how we can engage with a wide range of people and facilitate engagement in our Governance processes. 

The second proposal was for a film-based engagement project working with people with learning disabilities and autistic people to explore the work of LeDeR and facilitate conversations about death and dying. 


OpenStoryTellers 
In the coming year we will be working with OpenStoryTellers to explore how people would like to be involved, informed or included in our work. OpenStoryTellers is a community arts organisation founded by and for people with a learning disability. 

Their vision is to help people find their voice and then provide opportunities to get that voice heard. They have made this short film specially to introduce themselves and their work to the Somerset LeDeR programme. This is Ben’s story.  The film can be viewed here   https://vimeo.com/718485025 



Simon Blakeman, on behalf of OpenStoryTellers, explains what the Memory People project is and why it is such a good way of illustrating the OpenStoryTellers approach. We are excited to work with OpenStoryTellers to create meaningful engagement and inclusion in the LeDeR Programme. 

Memory People is an ongoing project at Openstorytellers.

The work involves people pathfinding ways to explore memories and memorialise them through arts and objects. Some memories are individual and some are shared; some memories are about people who have been lost, either through death or dementia; some memories are about sunny days out at the beach; we always find ways to adapt our way of working to fit. 

Someone will bring a memory of their own, and the group will work on making something for that person.

While they are working on it, other people remember things too, that they had not thought about for a while. The group may then centre something new around them, and so it goes on...

In the case of the Memory Dragon, we made something which embodies the person’s qualities of joyfulness and community. What was particularly interesting was that in the making of it, people were brought together. The positive influences of Dan’s grandma were felt here in the workshop as the dragon slowly came to life.

















Biggerhouse Film 

We are also excited to be working with Biggerhouse Film on a media project exploring themes relevant to LeDeR. Through our LeDeR reviews we have become aware that conversations about death and dying often don’t happen when they should and are something that people with learning disabilities in particular are protected on. We want to understand more of how people with learning disabilities and autistic people view death and dying and we are looking forward to working with Biggerhouse to engage with people on these issues. 

Biggerhouse Film work with people with learning disabilities and autistic people to make award winning dramas, documentaries and animations. Biggerhouse make films ‘with’ people not ‘about’ them and believe this way of working empowers not only the participants but also has greater impact for the intended audience. 




We are looking forward to working with Biggerhouse over the next year to engage with people with learning disabilities and autistic people to promote inclusion within the LeDeR programme and to encourage important conversations about death and dying. 


CONCLUSIONS

2021-22 has been a significant time of growth for the LeDeR team in Somerset. We have learnt a lot and refined and developed our processes accordingly as we have got used to working with the new national systems launched in 2020-21. 

We have seen examples of good practice but also sadly many examples of poor practice which have resulted in poor outcomes for people with a learning disability and autistic people. The LeDeR Team and the wider CCG are committed to improving outcomes for people with a learning disability and autistic people and we intend to continue working with our system partners to ensure this happens in practice. 

We are entering a time of significant transition across organisations and whilst this brings with it some challenges, it also provides significant opportunity for learning into action to be embedded across the system. Working alongside people with learning disabilities and autistic people we are committed to continue to raise the profile of LeDeR and its associated work streams to effect change and improve outcomes for people.
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We know people with learning disabilities die younger than other people.

We want to make changes to our services to improve care for people with learning disabilities.

In Somerset we carried out reviews of everyone with a learning disability who died between April 2021 and March 2022.

This helps us understand why people are dying and what we need to do to improve our services.

We want to work with people with learning disabilities to make things better.

The NHS calls this the LeDeR programme.

From February 2022 the LeDeR programme also includes autistic people.






Learning from deaths


	




















	
We completed 52 reviews. 

We found:

A lot of people died in hospital.

Slightly more women died than men.

Most people were over 55 years old.

A lot of people died from problems with their breathing.

People also died from problems with their heart, their brain and infection.

COVID-19 did not cause any deaths but in some cases it did make a difference to the person’s end of life.






Real people’s stories


	
	
The LeDeR programme is about improving people’s lives.

We are very grateful to all parents, friends and family as well as carers for talking to us about their loved one’s lives.

Some people’s stories really show when care is good.

Unfortunately sometimes the care a person gets is not as good as it should be.





What could be better? 


	










	
We found

People often get their support from lots of different teams and services. Sometimes those services do not talk to each other or work well together.



Sometimes important decisions were made without the right people being properly involved. 

Lots of people are having annual health checks at the GP. Some are very good and helpful but many are not as good as we would like.

During COVID-19 a lot of people could not go to see the GP. Carers spoke to the GP on the phone instead. This might have affected the person’s care.

Some health staff did not know how to get help from the learning disability specialist health team when the person needed it.






What we are doing to make things better 


	







	We are working on 3 main things:

Doing more work with health staff to make sure the right people are having an Annual Health Check.


We want to be sure the check is thorough for each person.


Offering training to health and care staff so they always know how to support people in the best way with making decisions about their health.

Different parts of the NHS are working together to agree on the best ways to pay for a person’s care. This will help everyone have the right support, in the right place, and at the time when they need it most.

Working more closely with people with learning disabilities and autistic people.






Working with people with learning disabilities and autistic people


	







	
We want people with learning disabilities and autistic people to be more involved.

We are excited to be working with OpenStoryTellers to find out how people with learning disabilities want to be involved with our work.

This is a short video about the work of Open Storytellers. It is Dan’s story
https://vimeo.com/718485025

We are also working with Biggerhouse Film to see if people want support to talk about end of life and dying.

We know there is a lot more we need to do but these projects are an exciting start!







Completed recruitment to the LeDeR Team, including the appointment of a LAC in October 2021

Refinement of Quality Assurance processes. All reviews go through robust QA process
Launch of the LeDeR Governance Group 

Identified processes for more collaborative learning across the CCG and the wider system 
Clearer processes for ensuring feedback to families happens in a timely way

Raising the profile of LeDeR locally by delivering training and information sessions 

77% of people on a LD Register received an Annual Health Check

Virtual drop-in sessions were run to support implementation of AHC
TeamNet page developed to enable practice staff to access a range of resources and information about LD AHC 

Pre health check questionnaires developed 
Principles of AHC expectations  co-produced with people with learning disabilities 

Greater partnership working with regular meetings to review AHC progress locally and plan for the future



Information shared with parent carer forum to inform local offer for SEND
Resource packs sent to GP surgeries about AHC process


Video produced by people with learning disabilities explaining the Annual Health Check Principles 

Principles of Annual Health Check Expectation co-produced with people with learning disabilities
Involvement of Somerset Parent Carer Forum in the LeDeR Governance Group 

Call for Expressions of interest to participate in funded engagement and media work 
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Definitions of Cause of Death .docx
		DEFINITIONS OF CAUSE OF DEATH



		CATEGORY

		CAUSE



		Brain

		All with mention of brain, cerebral e.g. stroke

cerebral haemorrhage/infarction, cerebrovascular accident



		Cancer

		All with mention of cancer, carcinoma, neoplasm. 

Specific cancers e.g. lymphoma, Hodgkin’s, melanoma, sarcoma, leukaemia



		Circulatory system

		All with mention of heart, cardiac, vascular e.g. aortic aneurism, cardiac failure, ischaemic heart disease, Peripheral vascular disease



		Clotting

		All with mention of clot, thrombosis, embolus e.g. Pulmonary embolism



		Congenital / Chromosomal disorders

		e.g. Cerebral palsy, Fragile X syndrome, Down’s syndrome, Spina bifida, Cystic fibrosis



		COVID-19

		



		Diabetes

		Type 1 diabetes mellitus

Type 2 diabetes mellitus



		Digestive system

		All with mention of bowel, gastrointestinal tract, stomach, e.g. bowel infection/obstruction/perforation



		Fractures

		All with mention of fracture e.g. fractured neck of femur, underlying osteoporosis



		Frailty of old age*

		



		Infection

		Sepsis e.g. septicaemia, bacteraemia, urinary tract infection



		Liver disease

		All mention of liver, hepatic e.g. liver failure, hepatic failure, hepatitis



		Nervous system

		Dementia (Alzheimer’s, vascular dementia), Epilepsy; Parkinson’s disease



		Renal disease

		All mention of kidney, renal e.g. kidney disease, acute renal failure, chronic renal failure



		Respiratory System

		All with mention of pneumonia e.g. aspiration pneumonia, community-acquired pneumonia, hospital-acquired pneumonia







*This is a widely accepted cause of death indicating a natural death in an older person
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Learning Disability AHC Progress for Adults 

(some initiatives specific to young people aged 14-18)



Nb. Items highlighted in yellow are ongoing pieces of work. 





[bookmark: _Hlk86162468]‘Supercharged Me’ – app to engage more effectively with people around health and Annual Health Checks

Reminder: stay ‘supercharged’ and fully fit by having your annual health check   (somerset.gov.uk)

Somerset | Supercharged Me



Principles of AHC Expectations have been written with learning disabled people in Somerset based on their lived experience, designed to inform primary care as well as the wider Somerset system as to what they expect to happen when they go for an AHC. It also includes guidance for use by social care and support staff or family / carers in advocating for and on behalf of the people they support.  A video and leaflet have been developed with RCPA, as well as practical guidance on how to use the Principles.  

Learning Disability Annual Health Checks – Registered Care Providers Association  (rcpa.org.uk)



Information and links around AHCs sent to Parent Carer Forum, February 2021 for inclusion in the Local Offer for SEND









Presentations at various meetings

Seven SENCo meetings November and December 2021 

Health Visitor meeting in July for HV working with young parents with a learning disability

Local Medical Council Practice Nurse Forum February 2022

RCPA LD Forum February 2022



Learning Disability Liaison role being scoped – pilot will be 12 months initially, will assist practices with identification of patients on LD registers 	WIP



My Health Check pre-health check questionnaires for men and women launched, following testing out. Further consultation with young people aged 14-18 for YP My Health Check.	WIP

Learning Disability Annual Health Checks – Registered Care Providers Association  (rcpa.org.uk)



Guidance circulated to all GP practices around needs of people with a learning disability and importance of AHCs, included provision of a risk assessment template and examples of prioritisation during Covid-19 pandemic, August 2020 and January 2021. Further information has been circulated January 2022 to Primary Care.









  	 	





Further information circulated to GPs around Covid-19 risks for people with a learning disability who are particularly vulnerable;  and early learning from deaths, late 2020 









Ongoing engagement with GP practices and the Primary Care Board around learning disability and health inequalities / AHCs to support not only the Covid restore aspect of Annual Health Checks but also to provide support and resources to Primary Care to enable high quality AHCs to be undertaken. 



Training for Primary Care from January 2022 around inequalities to include reasonable adjustments and Accessible Information Standard.  This explains more about AHCs as well as, for example, how to raise a ‘flag’ on the system for someone with a learning disability to include their specific needs. This was planned to start in January 2022 but has been postponed to later in the year due to Covid pressures. 	WIP



To develop a network of Learning Disability Champions within GP practices across Somerset, a model which is successfully run in other areas. Champions help to support the needs of those with a learning disability, recommend reasonable adjustments and maintain communication with their patients with a learning disability, particularly around Annual Health Checks. 	WIP




Drop-in sessions for practices with questions about Annual Health Checks, process and application and learning disability aspects were held in February 2021 and February 2022. Chaired by CCG LD Clinical Lead. In 2022 it included support around Physical Health Checks for SMI too.  



Co-production work with ‘My Day Care Services’ students - sessions linked to AHCs and promoting healthy eating being developed with My Day students working with Plymouth University Medical Registrars as part of their course work. All medical students have spent time with My Day students which has supported their awareness and understanding of learning disabilities.   



Advance Care Planning work – the work on AHCs has a focus on healthy living, but sometimes it is appropriate that conversations are had about advance care planning and treatment escalation. This helps to identify who and what is important to patients if they become very sick or need urgent help in a crisis. We are creating a set of resources to help make conversations about advance care more accessible for people with LD (and in fact the wider community as a lot of people find this a difficult topic to talk about). We are also developing a video about Treatment Escalation Planning to help explain what it means, and are working with Discovery Council to produce this. 	WIP



Somerset CCG is also working with SFT to offer a unique training opportunity for Somerset called ‘No Barriers Here’ which is an art-based Advance Care Planning Train the Trainer’ course.  A one-off ‘Train the Trainer’ day has been planned in Somerset for 8 April. 



‘No Barriers Here’ challenges misconceptions around talking about death and dying with people with learning disabilities and supports the idea that using art approaches in palliative care can shape rich conversations within our communities and challenge the inequalities underserved populations experience. 	WIP



Somerset Activity and Sports Partnership – through their health coaches SASP are supporting people with a learning disability to improve physical and mental health and wellbeing, including increasing physical activity. Two practices involved. 	WIP



Working with CSU to understand how data is extracted and recorded on NHS Digital, as compared to practice records which are via EMIS system. National data available for 14-17 year olds running a month or two behind (not 18-25 except in the Annual Report).



Partnership working has increased.  One of the benefits of working on the AHC programme is that it has engaged with partner agencies across the Somerset system rather than just focusing on primary care. 



It has become clear that in order to deliver a high quality and successful annual health check, it needs sign up from the wider system. This ensures that a well-prepared high quality check takes place and results in the creation of a Health Action Plan. 



This HAP is a catalyst for change – be that a referral to other services or an amendment of the Care Plan. As such this programme has created new partnership links, which will be maintained, including an increased awareness and knowledge of the needs of people with learning disabilities. 



The outputs produced have included system colleagues from Somerset CCG, RCPA, NHSE/I, the LARCH Team, Primary Care, the PCF, Our Voice Somerset, Discovery Council, the OU, LD Care Providers, Somerset Activity and Sports Partnership, Plymouth University, Somerset County Council, YDH, and SFT.  







Data

In 2020-21 Somerset achieved 82% AHCs (against a target of 67%) of people on GP LD registers (61% in 2019-2020).



2021-22 :  Somerset achieved 77% AHC completion which has exceeded our 70% target. The 70% target reflected the considerable and continuing pressure on Primary Care during the reporting period. 





New Activities

•	TeamNet (a web platform accessed by health professionals, including Primary Care) now has a Somerset page dedicated to learning disability, this includes a variety of resources supporting both patients and health staff, including on Annual Health Checks, pre-health check questionnaires, Health Action Plans, a Health Passport, and Treatment Escalation Plans. There are links to information around the Mental Capacity Act, providing reasonable adjustments and other useful topics.



Learning Disabilities LeDeR Team (clarity.co.uk) 



Presentations to SENCos in Special Schools are being arranged



•	Partnership working has increased.  One of the benefits of working on the AHC programme is that it has engaged with partner agencies across the Somerset system rather than just focusing on primary care. It has become clear that in order to deliver a high quality and successful annual health check, it needs sign up from the wider system. This ensures that a well-prepared high quality check takes place and results in the creation of a Health Action Plan. 



This HAP is a catalyst for change – be that a referral to other services or an amendment of the Care Plan. As such this programme has created new partnership links, which will be maintained, including an increased awareness and knowledge of the needs of people with learning disabilities. 



The outputs produced have included system colleagues from Somerset CCG, RCPA, NHSE/I, the LARCH Team, Primary Care, the PCF, Our Voice Somerset, Discovery Council, the OU, LD Care Providers, Somerset Activity and Sports Partnership, Plymouth University, Somerset County Council, YDH, and SFT.  
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Annual Health Checks – what is it all about?  





Everyone from the age of 14 is entitled to an Annual Health Check with their GP, we want to make sure young people and their families are aware of what this is about and why it is important. Also it is important that they are on their GP learning disability register. 





Annual Health Checks assist with the transition to adult services, help embed awareness of health and how to stay healthy, particularly as people with learning disabilities are known to have poorer health than the general population and may die at a younger age. 


We have put together the following resources as examples of good practice for your further consideration. 





Helping to improve access to Annual Health Checks


To improve access to Learning Disability annual health checks for young people aged 14 and over, Contact has worked with the National Network of Parent Carer Forums and NHS England to raise awareness of annual health checks and co-produce resources with GP and Clinical Commissioning Group representatives as well as parent carers: https://contact.org.uk/get-involved/parent-carer-participation/improving-health-services/engaging-with-local-health-partners/#GP's 





GP annual health checks for children with learning disabilities 


Further information for parents of a child or young person with a learning disability, including transition to adult services, GP learning disability registers and annual health checks and why they are important. Also how parents can support their child or young person to access the services they are entitled to: https://contact.org.uk/advice-and-support/preparing-for-adult-life/education-health-social-care/ 





Webinar: GP annual health checks for over 14s 


This co-presented webinar with representatives from Bromley Parent Voice and NHS England covers what GP annual health checks are, why they are important and explains GP learning disability registers and who should be on them. It also highlights what to expect from an annual health check, what a Health Action Plan is, and what to do if this is not what you experience: www.youtube.com/watch?v=NjaNQyq_vK0&feature=youtu.be 





Don’t Miss Out 


Mencap resources include films and guidance for people with learning disabilities about Annual Health Checks. People with learning disabilities are interviewed about what happens at an Annual Health Check, why it’s important, and what support you can ask for: www.mencap.org.uk/advice-and-support/health/dont-miss-out/dont-miss-out-annual-health-checks  








It’s your health check 


A film by Somerset County Council covers what a health check is, who can have one, and why it is important. The person should think about what they want from a health check before they attend and that it is fine to say ‘No’ to some things. A person with learning disabilities interviews a GP Learning Disability lead for the CCG: www.youtube.com/watch?v=0wRlJ_3x8zc&feature=youtu.be- 





Health is Everybody’s Responsibility 


This film by the Misfits Theatre Company (a theatre company of people with learning disabilities) stresses the importance of having a health check, being on the GP register and what can be added to a Summary Care Record. It has subtitles in Easy English: www.youtube.com/watch?v=p4T9QrUchTU&t=2s 





What are the barriers? 


Supercharged Me - this project – shortly to be rolled out in Somerset, supports people with learning disabilities to get the most from their healthcare.  





Kingfisher Treasure Seekers developed a website aimed at people with a learning disability who use mobile phones and tablets, and who would not normally engage with health checks through traditional communication routes. It may therefore appeal to younger people. The campaign is a call to action “to be the best version of yourself you can be” by having an annual health check. See: https://superchargedme.uk/ 





What you might expect before your Annual Health Check – it is important that young people and their families go prepared for the check, GPs should send out information – such as a pre-health check questionnaire - prior to attending. The information on this really helps them to understand someone’s health and wellbeing needs, so making sure it is filled in helps enormously. 





‘Get Checked Out’ produce lots of resources including pre-health check questionnaire and information for families and others: https://www.learningdisabilityservice-leeds.nhs.uk/get-checked-out/  





Flowchart for GP practices


This flowchart designed for GP practices in Somerset during the current Covid-19 period helps them with the Annual Health Check process as the check may not take place face to face at the moment.  
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Annual Health Check Resources for GPs and Health Professionals


The CCG is offering support to assist with achieving your Annual Health Check (AHC) targets for patients on your Learning Disability Register. This year a target of 70% has been agreed for AHCs to be completed by the end of March, as set out in NHS England Guidance. The CCG are working closely with the Primary Care Board to put other support measures in place to assist.  


Health inequalities for people with learning disabilities are highlighted in LeDeR reports on deaths, also the importance of AHCs to support overall health and wellbeing. The vulnerability of this group in relation to Covid-19 has also been emphasised in reports nationally and locally.  


The CCG has linked with practices who have robust systems in place regarding their AHC process and they have agreed to be LD Champion practices.  


Please contact them to find out more about how they are approaching the completion of AHCs. 





The LD Champion practices and contacts are as follows:


Church View – CLICK - naomi.ashby-pickford@nhs.net


Grove House – Central Mendip - rachel.witcombe@nhs.net


Warwick House – Taunton - sian.mara@nhs.net / emily.stringer@nhs.net


Wells Health Centre – West Mendip - karen.polly@nhs.net 


Oakhill Surgery – Central Mendip - francesca.palmer@nhs.net


Buttercross Health Centre – South Somerset - simon.hunter5@nhs.net





Virtual support drop-in sessions


These sessions proved popular last year and an invitation will be extended to practice managers and clinical directors via Somerset Primary Healthcare to attend ‘drop-in’ sessions offering support for learning disability Annual Health Checks. These sessions are to support your practice needs and to share information that may help you to complete your Annual Health Checks and meet your practice target. 





There will be clinical representation from Dr Peter Bagshaw so these sessions will be extremely valuable, regardless of whether your concern may be clinical or administrative. 


The first session is on Tuesday 8th February between 1pm and 2pm and then every two weeks. Invitations will be issued shortly.





New pre-health check questionnaires ‘My Health Check’ and Health Action Plans


We have been working with key partners in Somerset, including people with a learning disability to design new pre-health check questionnaires – My Health Check. They are much more person-centred with separate male and female questionnaires and we hope you will find them useful. Don’t forget it is really important to complete a Health Action Plan with the patient, they appear at the end of My Health Check questionnaires and as separate documents, see below. 











      











       








Suggested invite letter for AHC referring to My Health Check questionnaire (you may already have your own system and template for this)














Further support documents related to Covid-19 and changes to AHC practice 


Flowchart - organising AHCs during Covid-19 























Easy read invite letter during Covid-19   











[bookmark: _Hlk93997243]





NEW Learning Disability TeamNet pages 


https://teamnet.clarity.co.uk/Topics/ViewItem/2977e395-2ae7-4ce7-bee5-ade900b82747 





You can find a variety of information on Annual Health Checks and other resources to support the health of patients with a learning disability in Somerset on our new TeamNet page, access via the link or on the platform. It includes videos by people with a learning disability to give insight into how we can support them well.   








Learning disability registers 


There is considerable focus nationally and locally on ensuring we have the right people on practice learning disability registers. We would encourage you to consider your patient lists and check if you have all eligible patients included, also to confirm the learning disability diagnosis of those on your registers currently.   


This document from NHS England for improving the identification of people with a learning disability is likely to be useful, it includes a helpful checklist at the end and a list of the most appropriate clinical codes https://www.england.nhs.uk/wp-content/uploads/2019/10/improving-identification-of-people-with-a-learning-disability-guidance-for-general-practice.pdf


If you have any questions on this, or other aspects on identifying patients with a learning disability please raise them at our drop-in sessions.









































Further notes on coding issues preventing accurate reporting





There have been several instances across Somerset where incorrect coding has prevented an Annual Health Check from pulling through via the automatic CQRS extraction. When coding the AHC please ensure the correct option is selected and the date is correct. 





There are several layers to this, some of which are listed below:





Correct problem heading is selected, given there are similar options and be particularly mindful when adding additional notes to a patients file where an AHC has already been undertaken 





Ensuring the SNOMED code has been entered onto all of those patients who have had an AHC, without this they will not pull through in the automatic data extraction





Links to documents above also available on the CCG X drive Shared Area:


X:\Somerset CCG – Shared Area\Learning Disabilities Resource Pack  


Accessed through navigating to ‘my computer’, ‘Somerset GP Cloud’, ‘Somerset CCG – Shared Area’ and then ‘Learning Disabilities’. Alternatively, copy and paste the link into the search bar when in ‘my computer’.
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With thanks to Dorset People First for their help with designing this template. 




My Health Check 
This booklet is for women.  




Please fill it in and take it to your GP 




when you have your Annual Health Check 




 




 Health and care organisations with GPs are working 




together to share important information about your 




health.  Is this OK?  Draw a circle round your 




answer. 




 




 What is your full name? 




 




 




 




 




 




 Are you getting help to fill in this booklet?   




 




               




 




 




 If someone is helping you what is their name? 




 




What is their relationship to you? 




    
               Family Carer  




 




 Friend  Someone else 
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 Your GP can make some changes so your Annual 




Health Check is easier for you.  What would help 




you? 




 




              More time My carer to come with me 




 




 Not to have to wait a long time 




 




 Easy read letters Wheelchair access  




 




 Information in large print 




 




 Anything else    




 




 




 




 Is there anything about your medication that you 




would like to talk about? 




 




 




 




 




 




 Are you allergic to anything?  




 




 




 




 




 




   




 




Have you had your flu vaccine injection? 




 




 




 




 




 




 




 
 




Have you had your Covid vaccine injections? 
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 Screening Programmes 




 Are you aged between 60 and 74? 




 




 




Have you returned your bowel screening kit? 




 




 




Date:   




Result: 




 Are you aged between 50 and 71? 




 




 




Have you been for your mammogram? 




 




 




Date:  




Result: 
 




Do you check your breasts? 
 




 




 




Are you aged between 25 and 64? 




 




 




Have you been for your cervical screening? 




 




 




Date:    




Result: 
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 Problems with your body 
You may have some of the problems on the list 




below.  Circle the ones that you have so you can 




talk about them at your health check. 




 Epilepsy 




Chest pain/heart Headaches 




Painful joints or muscles Memory problems 




Trouble having a wee Trouble having a poo 




Shortness of breath 




(hard to breath in 




enough air) 




Tiredness 




Cough Stomach pains 




Skin or nail problems Keeping a healthy weight  




Losing weight without trying 




Difficulty chewing or swallowing food or drinks or 




tablets 




Eating and drinking taking longer than usual 




Coughing during or after eating and drinking 




Frequent chest 




infections 
Indigestion or heartburn 




Sexual health problems Sleep problems 




Leg or foot swelling Feeling or being sick 




Pins and needles or numbness 




Weakness in arms or legs 




Cholesterol Diabetes 




Blood pressure None of these 




Other:  
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 If you have difficulty with eating, drinking and 




swallowing have you seen a Speech and 




Language Therapist or Dietitian? 




 




 If you have difficulty with your weight have you 




seen a Dietitian? 




 




 




Problems with how you are feeling 




You may have any of the problems on the list 




below.  Circle the ones that you have so you can 




talk about them at your health check. 




              




              




 




Feeling low, sad or depressed  




 




Feeling anxious or worried  




 




Stresses in your life 




 




Relationship difficulties 




 




Wanting to hurt yourself or other people 




 




Worries about your memory or feeling confused 




 




None of these 




 If you have any other problems with your body or 




how you are feeling write them here. 
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 Are there things you would like your family or carer 




to talk about at your health check? 




 




 




 




 




 




Your lifestyle 




 What foods do you like to eat? 




 




 




 




 




 




 Do you smoke? 




 




 




If yes, how much? 




 




 Do you drink alcohol? 




 




 




If yes, how much? 
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Would you like any information about stopping 




smoking and drinking alcohol? 




 




 




 What ways do you like to exercise?  




How many times a week do you exercise? 




 




 




 Is it easy to find exercise and other things you like to 




do? 




 




 




If not, why? 




 




 




What would help you? 




 




 




 




 




Other things to think about 




 




 




 




Do you go to the Dentist? 




 




 




If yes, when was your last appointment?   
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 Do you go to the Optician? 




 




 




If yes, when was your last appointment? 




 




 




 




 Do you go to the Chiropodist for your feet? 




 
 




When was your last appointment? 




 




 




 Have you had your hearing checked? 




 
 




When was your last appointment? 




 




 




Care Plans 




 Have you got an Advance Care Plan? It helps 




people to know what is important to you and how 




you like to be supported. 




 




 




 




Care 




Plan 
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 You can tell people what you would like to happen 




about your care if you become very ill.  Would you 




like more information about this? 
 




 




 




 




Have you got a Treatment Escalation Plan?  It helps 




you decide with doctors what care and treatments 




you would like or not like if you were very unwell or 




in an emergency.  




 




 It is really important to tell people your wishes.   




If you do not have a Treatment Escalation Plan ask 




your Doctor for information.  They can help you fill in 




the form. 




 




 




Contact your GP practice to get a copy of My Health Check for your 




health check. 




 




You can ask for a men’s My Health Check if this is better for you. 




 




 




 




 




 




 




 




 




 




With thanks to Dorset People First for their help with designing this template. 




 















 




With thanks to Dorset People First for their help with designing this template. 




My Health Action Plan  (Female) 




ACTIONS FROM MY HEALTH CHECK 




 




To be completed by my GP Surgery 




(copy to be given or sent to patient and/or carer) 




 




 




 Name: 
 




Date of Health Check: 
 




Completed by: 




 




 Do I need to see my doctor again? 




 




When? 




 




Why? 




 




 




 




 Do I need to see anyone else? 
 




Who? 
 




Why? 




 
 




When? 




 




 




 Things I need to do to keep healthy 




 




 




Who will help me? 




 




Name: 




 
continued overleaf…… 















 




continued from previous page…… 




 Do I need an Advance Care Plan or a Treatment 




Escalation Plan? 
 




Who will do this with me and my family or carer? 




 




 




When? 
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1 to 1 meeting


About us


About everybody


Important to me


These principles or ideas, are for 
people with learning disabilities and 
those supporting them with having 
Annual Health Checks 


People with learning disabilities don’t 
want to be referred to as having 
di�erent needs to ‘other’ people.  Use 
positive language that is inclusive 
and promotes equality. 


Going for an Annual Health Check is 
like going for half a pizza, people 
want a full pizza. Questions should 
not just focus on physical health. 
Annual Health Checks should be 
about the whole person and include 
mental health. 


These ideas are for all people with 
learning disabilities including those 
with autism and Down’s syndrome. 


Don’t take the pee!  Don’t ask people 
to provide urine samples and other 
results if they are not collected.  It 
wastes people’s time.


Urine sample test


Listen to me


Some people with learning disabilities 
can talk about the health issues that 
are important to them.  Some people 
may find it more di�cult to talk about 
their health and need support.  







Talking and 
listening


Help writing
your plan


Easy read


Share information


Support providers and GPs need to 
make sure everyone has access to 
easy read information about how 
Annual Health Checks work. There 
should be easy read information 
about physical and mental health 
conditions, and support.


These principles have been produced by people with
learning disabilities in Somerset with The Open University. 
They used an approach called Mend The Gap. For more


information about this, contact: Helen Casey,
helen.casey@open.ac.uk 


More information and help on supporting people with 
annual health checks can be found on the Registered Care 


Providers Association website: www.rcpa.org.uk 


Acknowledgements to ‘easy on the i’  
www.learningdisabilityser-


vice-leeds.nhs.uk/easy-on-the-i/image-bank/


Annual Health Checks should be 
carried out face to face with pictures 
to support them. They should be 
online if it’s not possible to attend the 
surgery. They should never be over 
the telephone. 


Where possible, people should be 
involved in agreeing their Annual 
Health Plan.  It should be written 
down and based on health priorities 
they need to manage. 


Waiting list


If possible, arrange with the person 
where and when it’s best for them to 
have their appointment and use 
number systems. It’s good to know 
where you are in the queue.


There may not be time to discuss all 
health needs, but the GP or nurse 
could help with signposting or
referrals, such as mental health and 
well-being, and sexual health 
guidance.






image17.png
Questionanire

Scoping exercise sent to Care

to identify Providers to
challenges and assess current

opportunities level of

across the knowledge and
system opportunities

for learning

LeDeR
participation in
the Liberty
Protection
Safeguards
Working Group
andinvolvement
in MCA
consultation

Greater
collaborative
working with

colleaguesin the
CCGto establish
how we can
influence the
system.





image18.png
Re-launch of
Engage in Learning
opportunities for Disability and
Commissioners and Autism
quality leads from Partnership
CCG and Local Board. LeDeR
Auhhority to meet have a regular
together and share opportuntiy to
learning update at this
meeting

Triangulation of .
themes from LeDeR Regular meetings
reviews and other between CCG LD
investigations so and Mental Health
Quality Leads can Quality Lead and
share learning and Director of Mental
ensure quality of Health and
placements is Learning Disabilties

P EE in Provider Services
monitored





image23.png




image1.jpeg
NHS

Somerset

Clinical Commissioning Group




