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	Executive Summary
	1. Purpose: 
1.1. The purpose of this paper is to seek endorsement of the Gloucestershire LeDeR Annual Report 2021-2022 (Appendix 1 and the easy read version is Appendix 1a) which details the findings from the LeDeR programme in Gloucestershire over this period
1.2. The paper will also seek approval on the improvements to the Quality Assurance process and updates to the local LeDeR Policy (Appendix 2). 

2. Background: 

2.1. LeDeR is short for a programme called Learning from Lives and Deaths of people with a Learning Disability and Autistic People. Every death of someone with a learning disability (aged 4 and over) and every autistic adult (aged 18 and over with a clinical diagnosis of autism) that the LeDeR Programme is told about is reviewed by an independent reviewer.
2.2. Through continued work to raise awareness of LeDeR we hope that the programme in Gloucestershire[footnoteRef:1] is capturing as many deaths as possible. Although we do recognise that there may be deaths that have not been reported to the LeDeR Programme. [1:  In Gloucestershire reviewers will only be reviewing those who are registered with a Gloucestershire GP ] 

2.3. The aims of the LeDeR Programme are:
2.3.1. To help improve health and social care services for people with learning disabilities and Autistic People. 
2.3.2. Reduce Health Inequalities for people with a learning disability and autistic people. Health Inequalities are unfair and preventable differences in health.
2.3.3. To stop people with learning disabilities and autistic adults from dying too soon by making care better.

2.4. Gloucestershire stands in a strong position to address the issues and preventable causes of death identified within the national LeDeR annual report (published July 2022[footnoteRef:2]). This reflects the many challenges that people with a learning disability face locally. The national LeDeR Policy[footnoteRef:3] was updated and published in March 2021.  The amendments were introduced in Gloucestershire during the Summer of 2021. Some of the changes included the introduction of a new IT system and review process which brought with it some challenges.  However, Gloucestershire has continued to be a top performing area and continued to meet all its performance indicators set by NHS England for LeDeR.   [2:  https://leder.nhs.uk/resources/annual-reports ]  [3:  https://www.england.nhs.uk/publication/learning-from-lives-and-deaths-people-with-a-learning-disability-and-autistic-people-leder-policy-2021/ ] 

2.5. The local programme has an established way of working in co-production with people with lived experience and this continues to be a key contributor to the success of the programme locally.  Learning from each review has been invaluable in enabling the lessons learnt and service improvements put into place in a timely way.  The co-production partnership approach[footnoteRef:4] which was implemented in 2019 continues to be invaluable in ensuring we are ahead of the curve in implementing action from learning and sharing this with a wide range of people and experts by experience and experts by profession have helped us get perspectives from the people who use and deliver health services locally. We have a strong commitment to learn from these reviews and Chapters seven and eight set out the recommendations from reviewers and our dedication to turn this into real action, promoting learning throughout health and social care services[footnoteRef:5].   [4:  We have been supported with this by Inclusion Gloucestershire]  [5:  It is important to remember that comparisons with the general population are indicative but not directly comparable: deaths of people with learning disabilities are notified to LeDeR from the age of 4 years, while general population data also includes information about children aged 0-3 years. 
In addition, more people who died at a younger age had profound and multiple learning disabilities and some of these would also have had complex medical conditions or genetic conditions that may make an earlier death likely.  ] 

2.6. This is the fourth annual report to be written for Gloucestershire.  Previous Reports are available on our LeDeR Learning into Action Webpages hosted by Inclusion Gloucestershire[footnoteRef:6]. [6:  https://www.inclusiongloucestershire.co.uk/engagement/leder/ ] 


3. Key findings: 40 deaths were reported to the programme in 2021-2022
3.1. The Gloucestershire LeDeR Programme (as at 31st March 2022) had completed 92% of notified reviews (reviews received up to and including 31st March 2022).  
3.2. The ratio of the grading of care those receiving satisfactory or better care remains at just under 9:10 (71% of people had good or excellent care and 14% had satisfactory). Care fell short of current best practice in 3 reviews (14%), of these 3 reviews all died in Gloucestershire Royal Hospital.
3.3. Of the deaths reported in Gloucestershire during 2021-222, 60% died in hospital. The corresponding proportion for the general population is 46%[footnoteRef:7]. [7:  Noting that there is not a recent % update to the general population to take into account the impact of Covid-19, so no meaningful conclusions can be drawn from this data.] 

3.4. Of the 40 deaths this year the top cause of death in the learning disabilities population in 2021-22 remains respiratory causes (n10 deaths).  There have been less than 5 deaths due to covid-19 (previous year was 14).
3.5. 67% of the 21 deaths whose review has been completed had an active advance care plan in place (last year this was 57% (this compares to 46% nationally). Over 50% (57%) of the deaths (44% in the previous year) of the deaths were expected and planned for deaths.  Learning into action work continues around the accessibility of advance care planning and the perception on the use of the ReSPECT Form being completed and the conversations being accessible for people with a learning disability. The programme continues to work with the End-of-Life Clinical Programme and engage with the Resus Council. We are also working with Inclusion Gloucestershire to develop some co-produced material that will be available nationally to address this concern.
4. Key learning outcomes:

Figure 1 is an infographic of the key themes from the last year.  Interwoven within these themes are the golden threads of the LeDeR service improvement programme for the programme;
· Improving access for black and minority ethnic people to specialist learning disability services.
· Ensuring that reasonable adjustments and improved communications are used by all healthcare professionals (e.g. use of Health passports, easy read resources & diagnostic overshadowing and access to advocates)
· Increasing use of accessible technology and digitalisation e.g. apps and digitalised documents
· Reduce waiting times for healthcare appointments
· Preventing hospital admission, and where they have been admitted supporting earlier discharge.
· Workforce knowledge and skills (e.g. dysphagia, spotting signs of deterioration, positioning and wheelchair management)
· [bookmark: _GoBack]Personalised Healthy Lifestyles E.g. Eating well, bowel care, diabetes management, oral healthcare, access to exercise 
· People have the right equipment to meet their needs[bookmark: _Ref110514683]Figure 1 Key themes emerging from LeDeR in Gloucestershire over the last year



5. LeDeR Programme 2022-2023

5.1. The programme’s ambition for the coming year is to;
· Focus on improved communications between professionals and with family/carers.
· Focus on early detection of deteriorating physical health including sepsis. In particular, supporting the uptake and use of the ReSTORE2 mini documentation.
· Focus on eating and drinking pathway including raising the awareness of oral health through Mouth care Matters, and of the importance of checking for speech and language therapy guidelines on admission to hospital.
· Continue the focus on improving uptake of the Annual Health Checks and Flu/Covid Vaccinations.
· Focus on encouraging the ReSPECT form to be completed earlier on for people who have complex healthcare needs, alongside ensuring that there is a base line observation (Unique Wellness) in place to review frailty and advanced care planning with individuals, their family, and carers, so this helps identify when people are deteriorating.
· Continue to share the learning – plans to work with Inclusion Gloucestershire in 2022-2023 to develop accessible easy read infographics of the learning that comes out of the reviews.
· All the recommendations from reviews will continue to be scrutinised by the Quality Assurance panel (Appendix 2) and put into a local action plan tracker which is shared with the Gloucestershire LeDeR Governance and Steering group who will monitor progress with the aim of improving outcomes for people who are at risk of facing health inequalities.  Learning on a page (Appendix 2) from each review will be shared for every review undertaken.
· The LDA Clinical Programme is passionate about keeping this work programme moving forward and the local LeDeR programme wants to continue to strengthen the partnership with family carers during 2022-2023. Whilst extending the scope to carers who support people from black and minority ethnic communities and engagement with community organisations and individuals will be crucial for the programme to be able to do this effectively.  People’s lived experience will help to guide and drive the service improvement programme that will be as a result of the completed reviews.


	Key Issues

	This report is about reviewing deaths of people with a learning disability and the health inequalities faced by them.  Clearly any service improvement to enable this group of vulnerable individuals to access health and social care services will ultimately reap benefits for the wider system in terms of accessibility, reasonable adjustments and consistent use of legislation such as the Mental Capacity Act.

	Risk Issues:
Original Risk (CxL)
Residual Risk (CxL)
	Failure to support and deliver LeDeR locally will limit compliance with national guidance.  NHS England have requested all LeDeR Steering Groups publish an annual report by July of each year. This years LeDeR Annual Report provides assurance on how the CCG/ICB has ensured robust governance and service improvement is in place to deliver the LeDeR programme in Gloucestershire effectively.

	Management of Conflicts of Interest
	There are no recorded conflicts of interest recorded as part of this programme of work.

	Financial Impact
	The programme is not currently funded recurrently by NHS England and is reliant on one off funding allocations to support delivery.  Without this one-off funding the programme would not be able to fund reviewers to conduct the reviews or fund experts by experiences to support the quality assurance panel process.

	Legal Issues (including NHS Constitution) 
	Provides the ICB with assurance on compliance with the following legal frameworks for learning disabilities patients:
· Equalities Act, 2010
· Mental Capacity Act
· NHS Constitution – including Learning from Deaths Policy, 2019.

	Impact on Health Inequalities
	Reducing Health Inequalities[footnoteRef:8] is a key aspect of the local LeDeR Programme and based on learning themes to date Figure 1 demonstrates the core areas of work for service improvement over the coming three years[footnoteRef:9].  The programme uses a number of enablers to assist in its successful delivery including working with experts by experience, use of a dedicated website, regular accessible newsletters, networking and benchmarking good practice and utilisation of established links with quality, safeguarding, nursing and other system clinical leadership across the ICS. Clearly any service improvement to enable this group of vulnerable individuals to access health and social care services will ultimately reap benefits for the wider system in terms of accessibility, reasonable adjustments and consistent use of legislation such as the Mental Capacity Act.  [8:  Definition of Health Inequalities is available on the NHS England website https://www.england.nhs.uk/ltphimenu/definitions-for-health-inequalities/ ]  [9:  Noting that depending on learning from new reviews additional themes may be added to this model] 



	Impact on Equality and Diversity
	Yes
If yes describe
Positive impact (EIA available within the Gloucestershire LeDeR Policy)

	Impact on Sustainable Development
	No

	Patient and Public Involvement
	Yes
This annual report has been co-produced with people with lived experience - via partnership working with Inclusion Gloucestershire, input from the LeDeR QA Panel, LeDeR Steering group and other stakeholders (via the Learning disability and Autism Clinical Programme Group) 


	Recommendation
	Annual Report for approval to publish
Approve the changes to the local LeDeR Policy

	Author
	Cheryl Hampson

	Designation
	Senior Commissioning Manager -  Integrated Disabilities Commissioning and LeDeR Local Area Co-ordinator

	Sponsoring Director
(if not author)
	Kim Forey
Dr Marion Andrews-Evans
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Preface:

Joint Statement from Chair of Gloucestershire LeDeR Governance and Steering group and

Director of Nursing

This report includes the death of people with learning disabilities who died from 1st April 2021 to 315 March 2022. It is the fourth annual report
for LeDeR that Gloucestershire has published. Previous reports are available on Inclusion Gloucestershire’s LeDeR Webpage
(Gloucestershire LeDeR Programme, 2022)!. The purpose of the report is to share our findings from LeDeR reviews and to identify learning
and changes for practice.

i 9o Gloucestershire stands in a strong position to address the issues and preventable causes of death identified within
the national LeDeR annual report (NHS England, 2021)2. This reflects the many challenges that people with a

Learning Disabilities Mortality Review

(LepeR) learning disability face locally. The national LeDeR Policy (NHS England, 2021)3 was updated and published in

ANNUAL REPORT March 2021. The amendments were introduced in Gloucestershire during the Summer of 2021. Some of the
changes included the introduction of a new IT system and review process which brought with it some challenges.
However, Gloucestershire has continued to be a top performing area and continued to meet all its performance
indicators set by NHS England for LeDeR. This annual report will provide an overview of the changes to the

programme, not least the introduction of reviewing autistic adults without a learning disability from January 2022.

The local programme has an established way of working in co-production with people with lived experience and this continues to be a key
contributor to the success of the programme locally. Learning from each review has been invaluable in enabling the lessons learnt and
service improvements put into place in a timely way. The co-production partnership approach* which was implemented in 2019 continues
to be invaluable in ensuring we are ahead of the curve in implementing action from learning and sharing this with a wide range of people
and experts by experience have helped us get perspectives from the people who use health services locally. We have a strong commitment
to learn from these reviews and Chapters seven and eight set out the recommendations from reviewers and our dedication to turn this into

real action, promoting learning throughout health and social care services.

It is important to remember that comparisons with the general population are indicative but not directly comparable: deaths of people with
learning disabilities are notified to LeDeR from the age of 4 years, while general population data also includes information about children
aged 0-3 years.

In addition, more people who died at a younger age had profound and multiple learning disabilities and some of these would also have had

complex medical conditions or genetic conditions that may make an earlier death likely.

Going forward the programme is passionately committed to listening and learning from these reviews, from people with learning disabilities
and autistic adults, their families or carers and wider community and voluntary sector supports. The aim is to make positive changes across
the health and social care system as we move into the new Integrated Care Board. The programme will continue to challenge health
inequality, advocate and lead on service and system developments to improve health outcomes for people with learning disabilities and

autistic adults.

ol R et M W R

Trudi Pigott Dr Marion Andrews-Evans

Chair of the Gloucestershire LeDeR Steering Group and Director of Quality and Nursing

Deputy Director of Quality Gloucestershire Clinical Commissioning Group
Gloucestershire Clinical Commissioning Group Gloucestershire Integrated Care Board

1 https://www.inclusiongloucestershire.co.uk/engagement/leder/

2 https://leder.nhs.uk/resources/annual-reports

3 https://www.england.nhs.uk/publication/learning-from-lives-and-deaths-people-with-a-learning-disability-and-autistic-people-leder-policy-2021/
4 We have been supported with this by Inclusion Gloucestershire

Page 6 of 51



https://www.england.nhs.uk/publication/learning-from-lives-and-deaths-people-with-a-learning-disability-and-autistic-people-leder-policy-2021/

https://www.inclusiongloucestershire.co.uk/engagement/leder/

https://leder.nhs.uk/resources/annual-reports

https://www.england.nhs.uk/publication/learning-from-lives-and-deaths-people-with-a-learning-disability-and-autistic-people-leder-policy-2021/

https://www.inclusiongloucestershire.co.uk/



One
. Gloucestershire

Learning Di;ahillity
& Autism

Some of the people who have died

This report is about people with a learning disability who have died in Gloucestershire during 2021-2022. They were people who were

loved and cherished, and whose deaths have been heart breaking for their family and those who loved them.

Sometimes when we read reports such as this, we can forget that there are people at the heart of it. In the mass of data provided, there is

a danger that people can become numbers, and numbers are impersonal.

We are therefore starting this report by sharing who some of the people whose deaths have been reviewed by the LeDeR programme
were. All details have been anonymised®, but the stories are those as told by families or paid carers to reviewers. We would like to thank

the families who have given us permission to use their stories.

Pipsy

Phillipa (or Pipsy as she preferred to be known as) was 58 when she died in Gloucestershire Royal Hospital of a bowel obstruction and
perforated bowel.

About Pipsy:

Pipsy was one of three siblings and grew up in the Forest of Dean. She was quite an independent lady
before the covid pandemic and regularly attended her local catholic church and spent time with her

? ’ . sisters. Pipsy's sisters were very important to her, and she always looked forward to visiting them

— especially when a Sunday roast was involved. Pipsy was very happy where she lived and her days were
full of activities and cups of tea, Pipsy liked the company of the people she lived with and there were no
problems until Pipsy's mobility deteriorated and she required equipment to transfer which could not be

accommodated in her home, so a new home was being sought when she died.

Pipsy had a mild/moderate learning disability, cerebral palsy, arthritic right hip, severe disc degeneration
with mild spondylolisthesis, dysphagia and severe pain in her hips and legs. She was happy where she

lived in Supported Living, but during the pandemic following a fall in June 2020 her mobility began to

deteriorate, she was in a lot of pain, and she required equipment to transfer which could not be
accommodated in her home environment due to the size. Pipsy had support to manage and maintain nutrition. Staff supported her with
managing her personal care. She received Wiltshire Farm Foods but had lost 2.5 stone and was a frail 5.5 stone when she died. Her family
were shocked at her weight lost. She was seen by her GP, however Pipsy’s sister felt that although the GP was originally responsive, they
were informed that her bloods were normal and there was nothing else they could do. Family asked for a Social Care re-assessment as
they felt that Pipsy needed more support with her physical and mental health. An MDT was held in June 2021, and she was allocated 14
hours of 1:1 care. Adult social care was in the process of finding a new home that could meet her needs and fit in all her equipment when
Pipsy died. Before the pandemic Pipsy was quite independent and enjoyed a range of activities. However, due to the intense pain she
experienced and the deterioration in her mobility in the last 16 months she was unable to participate in most of these activities and needed

support with all aspects of daily living.

About her death

In October 2021, after 4 days of Pipsy feeling tired and unwell her carers contacted her GP. The GP was concerned about Pipsy’s bloated
stomach and pain and agreed that the carers should contact the ambulance service due to her rapid deterioration. Pipsy was admitted to
the Emergency Department for scans and tests, and it was found she had a perforated bowel and peritonitis. Pipsy was treated with IV
antibiotics, IV fluids and pain relief. It was identified by the medical team that Pipsy was in her last days of life and a ReSPECT form was

completed. Pipsy died three days after being admitted to hospital.

5 Please note that all names throughout this report have been changed to protect confidentiality. Unless we have had express permission to use their names and/or
pictures from their family
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Learning Points & themes

* The panel noted she died from a bowel perforation but nothing in the notes suggested to the panel that she had ongoing bowel
issues and the panel queried whether the pain relief prescribed for joint pain could have potentially contributed to her bowel

perforation?

* The panel also discussed whether someone involved in her care could have seen and recorded changes in her bowel habits and

movements.

» The panel were concerned there was potential for diagnostic overshadowing, and she potentially could have been in pain in relation

to her bowels rather than musculo-skeletal (joint) pain.
* The panel felt that a medication review should have been undertaken and a best interest approach would be seen as best practice.

 The Panel also discussed whether a Pain Assessment tool should have been utilised and whether the benefit of the IHOT team

being involved to support her through an appropriate Bl approach to her physical health care.

« Suitable placements to house appropriate equipment (hoist) — panel did note delays due to covid outbreaks and trying to meet

family’s wishes.

Actions taken

¢ Information about diagnostic overshadowing and how people express pain to be shared in a LeDeR Newsletter

e Easy read bowel care resource to be developed

e Webinar to be delivered by a dietician on managing bowel conditions and the health implications for mainstream health and
social care providers.

e Guidance developed for primary care during covid of a risk stratification tool for virtual appointments, but this guidance needs to
be amended post covid. Importance of face-to-face appointments to reduce health inequalities and improve communications
has been included in local LeDeR Newsletter.

e Exploring with other clinical programmes the possibility of a single pain assessment tool that has been validated for use with
patients with a learning disability.

e Continue to rollout the RESTORE 2 mini documentation to all care providers in the County to support spotting the signs of
deterioration, know what individual’s unique wellness looks like and ultimately be able to improve communication with health

care professionals.

Sarah (name anonymised*)

Sarah* was 79 when she died in Gloucestershire Royal Hospital of a spontaneous small bowel perforation
About Sarah:

Sarah* was described by her family as wonderful, creative, inventive, kind, enterprising and resourceful. She obviously brought much joy
to her family. She lived to go round the charity shops and collect ornaments she also enjoyed knitting, jigsaws, cooking, drawing, and
listening to music (especially songs from musicals). She also enjoyed some lovely holidays. She did not like uncertainty and the pandemic
proved very difficult for her. She could not see her family and her holidays were cancelled. When things were going well Sarah had a
sunny personality but was less easy when she felt threatened or was not happy, she didn't like people shouting, loud noises, doors being
slammed or rude/bossy people. She lived with her family outside of Gloucestershire until her early 20’s before moving to Gloucestershire

and the supported living community where she remained living for 49 years.

Sarah had a mild to moderate learning disability; her last annual health check was carried out remotely in March 2021. She had a Health
Check Action Plan, which appeared effective. She had her own End of Life Plan (not a RESPECT form) which was completed with her with
the help of support staff where she lived. She also had a hospital passport which was given to the paramedics when she went into hospital
in December 2021. Sarah felt confident to engage with health services (this being based on a history of receiving good treatment and care
when admitted for cancer treatment and her hysterectomy operation), she was reported as happy and in relatively good health. However
she had a diagnosis of Hypertension (diagnosed in 1991); Osteoporosis (diagnosed in December 2013) and non-diabetic hyperglycaemia

(diagnosed in January 2021). She also had hearing impairment.
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About her death

Sarah became unwell early in December 2021, and she was seen by her GP and admitted to hospital via ambulance (999). Observations
were documented and the nurses scored her as a 6 (moderately frail) on NEWS2 (National Early Warning Score (NEWS), n.d.)® score.
She experienced abdominal pain and vomiting and was treated with pain relief and IV antibiotics. Treatment (plus nil by mouth) continued
for the next few days, but she was still vomiting and was constipated. Sarah had preparation for x- ray as doctors wanted to establish what
was going on internally and this was administered via Nasogastric (NG) Tube. However, she was found unresponsive in bed when staff
went to collect her for the x-ray. Adrenaline was given to Sarah alongside five lots of CPR. CPR was stopped and her family were informed

that she had passed away two days after her admission.

Family was not aware that Sarah had been admitted to hospital (until they were contacted by the hospital to advise of her death) but felt
assured that she would have been happy enough to be in hospital as she loved doctors and nurses and would often talk about the
wonderful treatment and attention, she received in hospital previously. Family is grateful that she did not have a slow death. Family
informed Sarah’s care providers that she had died. The Care Provider had planned a very in-depth end of life plan with her when she had
been well, which included all of Sarah’s wishes. But the Family felt that the care provider had included some unrealistic expectations in the

end-of-life plan which they found really distressing as they could not carry out all her end of life wishes.

Learning Points & themes

« Sarah clearly had good holistic health and social care which met her needs. She had access to all appropriate preventative
support and screenings. She became ill very quickly and all appropriate healthcare to support her was accessed in a timely way.

« The panel discussed the need for expanding the triangle of communication for patients to a square of communication to include the
patient, the hospital, their next of kin, and their care provider which will ensure there is better communication between provider and
family members when someone is admitted to hospital.

* The panel felt that the care provider had clearly planned her end of life to include all her wishes, but her family should have also
been involved in these discussions to ensure the feasibility of some of the requests were achievable.

« The panel felt it would be helpful for the end-of-life clinical programme to present to the Disabilities Care Provider Forum on end-of-

life planning and documentation.

Actions taken
e Acute hospital to check on admission who to contact in the case of emergency next of kin or care provider.
e Importance of advanced decisions being documented and clearly discussed with people (with advocates if required) when they
are well, and this being recorded on a RESPECT form.
e Easy read bowel care resource to be developed
e Continue to rollout the RESTORE 2 mini documentation to all care providers in the County to support spotting the signs of
deterioration, know what individual’s unique wellness looks like and ultimately be able to improve communication with health

care professionals.

David (name anonymised®*)
David* was 58 when he died in Cheltenham General Hospital of sepsis, broncho pneumonia and cellulitis
About David:

David* was described by his family as a “cheeky chappy” who loved his family, was always laughing and joking, with football being his
main interest alongside watching TV programmes like Strictly Come Dancing. David would tell you if he did not like something he was
doing, he “bossed” his carers around and could be exceptionally stubborn. He was very happy where he lived and had been there since
2013. He had a paid job with them delivering corporate induction training to new staff. He also used to attend horse riding and had won

several medals. David liked to be in control of his daily activities and valued his independence and privacy above anything else. David

6 Information from NHS England about the Early Warning Score https://www.england.nhs.uk/ourwork/clinical-policy/sepsis/nationalearlywarningscore/

Page 9 of 51



https://www.england.nhs.uk/ourwork/clinical-policy/sepsis/nationalearlywarningscore/



One
. Gloucestershire

Transforming

3o Y

ki

Learning Diﬁahillity
& Autism

received support from a POhWER Advocate in addition to his care staff. He had cerebral palsy and Muscular Dystrophy as well as

suffering from cellulitis for many years.

Carers kept family informed and would contact them as required e.g., if David refused to take his medication. Family could sometimes
persuade him to take his medication. In the end the family understood he had ulcers on his feet and wasn’t taking his medication. He was

so swollen that he was admitted to hospital and given antibiotics to treat the infection.

He had some understanding under the Mental Capacity Act, but he did not understand the gravity of not having his cellulitis treated
effectively. He was a wheelchair user and received support with most activities of daily living. His general health was good (despite bouts
of cellulitis). David’s GP was treating the cellulitis in the community, David did not want to have his legs elevated and although a new chair
was bought to help with this, David did not want to use it. The Intensive Health Outreach Team (IHOT) were involved to try and encourage
him, but he liked his routine. Despite putting the antibiotics in the dosette box they remained unfamiliar to him, so he continued to refuse.
IV antibiotics were considered at home, but this was not feasible. District nurses attended regularly to change his dressings. He received
regular input from a range of healthcare professionals including physiotherapy, district nurses, speech and language therapy, occupational

therapy etc.

About his death

Over a four-month period David had been prescribed four different antibiotics, which did not help his cellulitis (despite his carers trying
everything to get David to raise his legs and take medication for his cellulitis), and he was then admitted to hospital with infection. The
hospital had contacted the family to advise he was end of life and he died within a day. The infection (sepsis) had spread, and he died

from bronchopneumonia and sepsis which was attributed to the cellulitis.

Communitie

Learning Points & themes

* The panel queried whether GP fully understood antibiotic treatment failure was not due to antibiotic choice but compliance.

» Appears care staff did all they could to treat cellulitis which deteriorated into sepsis. Panel noted numerous health care services
were supporting him with his healthcare needs including DNs, IHOT & Rapid response particularly around supporting him to be
compliant with treating and managing his cellulitis.

« Panel noted that it is difficult to treat IV if a patient does not want it and has capacity. There was some discussion by the panel
over the mixed messages on whether David had capacity and a best interest decision process may have been helpful back in
December 2020 when this became a problem for him. However, as a big part of the management of the cellulitis was the raising of
his legs the panel could not think of how staff would have been able to manage this short of a DoLS application, which may have
impacted on his quality of life.

* The panel did note that there were a lot of people advocating for David (family, carers, formal advocate etc) and his best interests

and quality of life, reasonable adjustments were put into place to support compliance, but he chose not to adhere to these.

Actions taken
e Importance of advocates and best interest process being followed to be included in local LeDeR Newsletter.
e Easy read information to be developed about cellulitis and sepsis and shared.
e Continue to rollout the RESTORE 2 mini documentation to all care providers in the County to support spotting the signs of
deterioration, know what individual’s unique wellness looks like and ultimately be able to improve communication with health

care professionals.
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Executive Summary

LeDeR is short for a programme called Learning from Lives and Deaths of people with a Learning Disability and
Autistic People. Every death of someone with a learning disability (aged 4 and over) and every autistic adult (aged

18 and over with a clinical diagnosis of autism) that the LeDeR Programme is told about will be reviewed. m
England

Through continued work to raise awareness of LeDeR we hope that the programme in Gloucestershire’ is
capturing as many deaths as possible. Although we do recognise that there may be deaths that have not been

reported to the LeDeR Programme.

The aims of the LeDeR Programme are:
= To help improve health and social care services for people with learning disabilities and Autistic People.
» Reduce Health Inequalities for people with a learning disability and autistic people. Health Inequalities are unfair and preventable
differences in health.

= To stop people with learning disabilities and autistic adults from dying too soon by making care better.

This is a national programme and everyone in England with a learning disability and autistic people will have their death reviewed in the
same way. It will include a 2-stage process with all people receiving an initial review and some people receiving a focused review. The
format for the reviews triangulates feedback on a person’s life and death from family, carers and clinicians. These sources of information
are then collated by the LeDeR Reviewers and included in the national review documentation which is considered by the local Quality
Assurance and Governance Panel. Additional local themes are analysed by the panel and learning into action is taken forward by the
Learning into Action Group. The learning is presented to the wider Learning Disability and Autism Clinical programme, Partnership Boards

and Health Action Group as well as being collated in an annual report that is signed off by the Quality and Governance Committee.

Reducing Health Inequalities (Williams, Buck, Babalola, & Maguire, 2020)8 is a key aspect of the local LeDeR Programme and based on
learning themes to date Figure 1 demonstrates the core areas of work for service improvement over the coming three years®. The
programme uses a number of enablers to assist in its successful delivery including working with experts by experience, use of a dedicated
website, regular accessible newsletters, networking and benchmarking good practice and utilisation of established links with quality,
safeguarding, nursing and other system clinical leadership across the ICS. Clearly any service improvement to enable this group of
vulnerable individuals to access health and social care services will ultimately reap benefits for the wider system in terms of accessibility,

reasonable adjustments and consistent use of legislation such as the Mental Capacity Act.

Figure 1 - Learning into action - Key thematic areas

This report focusses on 2021-2022 and is the fourth local
)

Improved
Quality of

care

o annual report on the learning from deaths of those with learning

Improved use G‘-

ozl\lfgflg:icf;n ) disabilities within Gloucestershire. The report covers from 15t

January 2017 up until 315t March 2022.

Improved
Physical
Healthcare

The Gloucestershire LeDeR Programme (as at 31 March
2022) had completed 92% of notified reviews (reviews received
up to and including 31t March 2022).

Status of reviews by year

Year Closed Open Total % Completed
2016-2017 7 0 7 100%
2017-2018 51 0 51 100%
2018-2019 47 0 47 100%
2019-2020 46 0 46 100%
2020-2021 54 110 55 98%
2021-2022 21 1941 40 53%

TOTAL 226 20 246 92%

7 In Gloucestershire reviewers will only be reviewing those who are registered with a Gloucestershire GP

8 Definition of Health Inequalities is available on The Kings Fund Website https://www.kingsfund.org.uk/publications/what-are-health-inequalities
9 Noting that depending on learning from new reviews additional themes may be added to this model

10 CDOP Review that is on hold

11 4 cases awaiting CDOP review, 7 booked to go to Quality Assurance Panel in April and May 2022.
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Key Findings

Ratio of grading of care 2021-2022 (n=21 reviews completed) The ratio of the grading of care those receiving satisfactory or better care
remains at just under 9:10 (71% of people had good or excellent care and 14% had satisfactory). Care fell short of current best practice in 3

reviews (14%), of these 3 reviews all died in Gloucestershire Royal Hospital.

Where people died Of the deaths reported in 70%
Gloucestershire during 2021-222, 60% died in hospital. The 60%

) ) . 50%
corresponding proportion for the general population is 40%
46%12, 30%

20%
10%
0%

Hospital LD Deaths Hospital LD Deaths National Hospital Deaths National General
Gloucestershire Population

Chart 1 - Proportion of LD deaths in hospital year on year comparison
Proportion of deaths in hospital year on year comparison

m2019-20 m2020-21 m2021-22
Chart 2 - LeDeR Theme - Cause of Death

Causes of death Of the 40 deaths this year the top cause of LeDeR Theme - Cause of death 2021-22 compared to previous years
death in the learning disabilities population in 2021-22 30
remains respiratory causes (n10 deaths). There have been 2
less than 5 deaths due to covid-19 (previous year was 14). iz
10
1 m n. 11
. -] O

Respiratory Circulatory  Gastrointestinal Cancers Unknown Other

m2019-20 m2020-21 m=2021-22

Those with an advance care plan (RESPECT form) in Chart 3 - Recorded ACP in place

place 67% of the 21 deaths whose review has been Those with a recorded Advance Care Plan (RESPECT Form) in
place at the time of their death

Yes No

Unknown

completed had an active advance care plan in place (last

year this was 57% (this compares to 46% nationally)). Over o
50% (57%) of the deaths (44% in the previous year) of the 60%
deaths were expected and planned for deaths. Learning into 500
action work continues around the accessibility of advance 0%
care planning and the perception on the use of the

ReSPECT Form being completed and the conversations 0%
being accessible for people with a learning disability. The 20%
programme continues to work with the End-of-Life Clinical 10%

Programme and engage with the Resus Council. We are

0%
also working with Inclusion Gloucestershire to develop some

co-produced material that will be available nationally to ®2019-20 w2020-21 m=2021-22

address this concern.

12 Noting that there is not a recent % update to the general population to take into account the impact of Covid-19, so no meaningful conclusions can be drawn from
this data.
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Summary of Learning Outcomes and action from learning

From the reviews completed over the course of the LeDeR programme the key recurring themes and some examples of the work

undertaken are provided,

1. Care provider market

Covid prevention support

Provider bulletin (Integrated Disabilities Commissioning Team, n.d.)'2 continues to be published monthly

Workforce competencies — piloted a Learning Disabilities Fundamentals to Care (FTC) training programme (Integrated

Disabilities Commissioning Team, 2021)* in response to identified training gaps alongside our Proud to Care team and
Gloucestershire has successfully piloted the Oliver McGowan Mandatory training (Gloucestershire Health & Care NHS
Foundation Trust, 2022)%,

Continued accessible COVID-19 resources (Inclusion Gloucestershire, 2022)6 - Inclusion Gloucestershire continue to review

and add to their suite of accessible online resources which are aimed at those with lived experience of disabilities and people

who may support them.

2. Quality of care

Telehealth project into Learning Disability Care Homes (West of England Academic Health Science Network (WEAHSN),

2021)'7 concluded and is in the process of being evaluated.
Monitoring and communicating signs of deterioration (West of England Academic Health Science Network, 2021)18
(RESTORE 2 & RESTORE 2 MINI training offered by West of England Academic Health Science Network continues to be

actively promoted throughout disability care provider settings in Gloucestershire. Community Learning Disability Teams
(CLDT) have also been trained to deliver this training in the future and are in the process of developing a suite of locally held

training resources to assist with this alongside experts by experience.

3. Advance care planning and End of Life

Easy read information for patients and carers (Gloucestershire Clinical Commissioning Group, 2021)*° about the ReSPECT

process and filling in the form has been jointly developed between experts by experience and experts by profession.

Accessible videos to raise awareness of the ReSPECT process and benefits of advance care planning are planned to be
filmed in the Spring of 2022 and will be available on the National ReSUS Council’'s website. These could be utilised with
professionals, people with a learning disability, family and paid carers. Gloucestershire will publicise these videos widely

when they are available.

4. Physical health

Continued campaign about importance of Annual Health Checks, including the importance and benefits of being on the GP
Learning Disability register.

Resources to support the management of complex bowel conditions (such as diverticulitis, constipation and bowel cancer)
have been actively shared. The Learning into Action Group has also identified the need to develop an easy read bowel
cancer screening leaflet alongside the screening team and this will be co-produced during 2022-2023.

Continued campaign about the importance of reasonable adjustments in hospital settings utilising My Health Passport. Based

on feedback we have developed an editable online version (Gloucestershire Health & Care NHS Foundation Trust, 2021)%°

which can be typed into and printed off.

Dysphagia and community speech and language guidelines following the person when they are admitted to hospital.
Weight and nutritional intake monitoring.

Audit around the Enhanced Care in Care Homes Direct Enhanced Service for learning disabilities has been highlighted by
LeDeR reviews, care providers and primary care staff. Initial engagement has highlighted a need to provide a toolkit to
support practices.

Oral Health Promotion resources.

5. Use of legislation

13 https://www.gloucestershire.gov.uk/health-and-social-care/provider-information/

14 hitps://www.proudtocareglos.org.uk/the-care-hub/proud-to-learn-training/learning-disability-fundamentals-of-care-programme/

15 https://www.ghc.nhs.uk/oliver-mcgowan-mandatory-training/

16 https://www.inclusiongloucestershire.co.uk/covid-19/

17 https://www.weahsn.net/our-work/digital-transformation/case-study-baywater-telehealth-pilot/

18 https://www.weahsn.net/our-work/transforming-services-and-systems/keeping-people-safe-during-and-after-covid-19/recent-coronavirus-covid-19-information-for-

the-learning-disabilities-collaborative/

19 https://g-care.glos.nhs.uk/pathway/917/resource/7#chapter 7721

20 https://www.ghc.nhs.uk/wp-content/uploads/My-Health-Passport-EasyRead-v2-April-2021 Editable-Version.pdf
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— Mental Capacity Act and the use of advocates — Click here

— Establishing a standardised agenda and information leaflet about holding best interest meetings in the hospital settings.

— The importance of advocates to support people to make decisions, especially for people who have fluctuating capacity has
been a common theme.

6. Hospital/Acute Care

— Engagement in covid-19 virtual ward programme. Disabilities commissioning make referrals for people to be put onto virtual
ward following outbreak notification in care provider settings, therefore increasing the number of people with a learning
disability who had covid-19 being able to be monitored in their usual residence.

— Use of editable Health Passport continues to be promoted widely.

— Reasonable adjustments Flag continues to be reviewed and discussed by the project group.

— Covid-19 Guide for staff supporting people with Learning Disabilities was developed during the first lockdown to support

health care professionals as a quick reference guide — click here

All of the recommendations from reviews are scrutinised by the Quality Assurance panel and put into a local action plan which is shared

with the Gloucestershire LeDeR Steering and Governance group who monitor progress.
Gloucestershire is passionate about keeping this work programme moving forward and embedding the action from learning to drive service

improvements. Peoples lived experience will help to guide and drive the service improvement programme that will be as a result of the

completed reviews.

Sammy Roberts, Project Worker at Inclusion Gloucestershire and Expert by Experience member of the LeDeR Quality Assurance (QA)

Panel says:

This year we have continued to hear and build on the voice of people learning disabilities and autistic adults on the QA
panel and also when co-producing accessible information. Experts by experience now have a role in the Steering and
Learning into Action groups, making sure the valuable learning we get from LeDeR is put in to action. We have also played
3 a key role co-producing and co presenting the learning with professionals, carers and people with a learning disability and

B autistic people. The increasing focus on co production puts people with learning disabilities and autistic people at the centre

of the LeDeR programme in Gloucestershire going into the future’

Picture 1 - Sammy
from Inclusion
Gloucestershire

Paul Tyrell, Content Developer at Inclusion Gloucestershire, and Expert by Experience member of the LeDeR Quality Assurance (QA)
panel says:

Our voice as Experts by Experience on the LeDeR QA panel has continued to be prominent during 2021 — 2022. Our bi-
monthly co-produced LeDeR newsletters are now well established, sharing the thoughts of the QA panel, examples of good
practice and accessible health information resources based on the learning themes identified from the reviews. Both myself
and the rest of the LeDeR team at Inclusion Gloucestershire are proud to be involved in the programme and are pleased to
have been able to play our part in raising awareness of LeDeR in Gloucestershire. Recently, in partnership with our clinical

colleagues, we have started to develop a suite of Easy Read resources focusing on specific health issues and things that

Picture 2 - Paul frm can help make healthcare more accessible. | look forward to seeing this suite of resources grow during 2022 — 2023.

Inclusion
Gloucestershire

Vicci Livingstone-Thompson, CEO of Inclusion Gloucestershire says:

‘We are pleased to provide a peer-led voice on the LeDeR Quality Assurance panel, ensuring that lived
experience is at the heart of the work we are doing in Gloucestershire. It has felt really important to
communicate learning from lives and deaths in an accessible and engaging way to different audiences this
year, in the hope that we can all work together to address health inequalities and ensure autistic people

and people with learning disabilities have the best possible lives.’

Picture 3 - Vicci from Inclusion
Gloucestershire
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When we asked Sammy’s friends and colleagues at Inclusion Gloucestershire?! about why LeDeR is so important and how the learning

during COVID-19 has helped drive service improvements here is what they told us:
-

| need to be
listened to I’'m not
as the always | think it is
expert in aware of sad and
my LeDeR.” emotional
condition! when
people die
too young.
Attitudes need

to change. Stop

_ Reasonable
seeing us all as adjustments
statistics and should | think doctors and
o always be
difficult people. made if we nurses need to be
Help us to help want aware of LeDeR to
equality!
ourselves!

stop it from

happening again!

21 Some of the images are from Stock photos available from www.gettyimages.co.uk
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Chapter One — Introduction to the LeDeR Programme and what it means

Meet the local LeDeR team

Senior Responsible Officer (Delegated by Director of Nursing)
Chair of the LeDeR Steering and Governance Group

Senior Nurse (Quality) on Quality Assurance Panel

Trudi Pigott

Local Area Co-ordinator (Programme Management)
Chair of the LeDeR Quality Assurance Panel
Member of the LeDeR Learning into Action Group

Cheryl Hampson

Secondary Local Area Co-ordinator (Programme Officer)
Chair of the LeDeR Learning into Action Group

Member of the LeDeR Quality Assurance Panel

Althia Lyn

Senior Independent LeDeR Reviewer (Complex,
Safeguarding, Focussed Reviews, Coroner cases) Member of
the LeDeR Quality Assurance Panel

Paul Yeatman

Senior Independent LeDeR Reviewer (Complex, CDOP
reviews, Focussed reviews) Member of the LeDeR Quality
Assurance Panel

Deborah Livingstone

Experts by experience Quality Assurance Panel and Learning
into Action Group

Sammy Roberts — Learning Disability and Autism Expert by

experience

Paul Tyrell — LeDeR Content Developer for learning into
action and expert by experience on the Quality Assurance
Panel
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Clinical Experts on the Quality Assurance Panel

Consultant Psychiatrist — Dr Mark Scheepers

Consultant Psychologist — Dr Kate Allez

GP — Dr Thomas Herbert

Pharmacist — Teresa Middleton

Social Care — Anna Holder

Jeanette Welsh — Safeguarding Lead Nurse GHT

User Led Organisation (support for Experts by Experience) —

Emily Luckham

Picture of Anna Holder not provided

Picture of Dr Scheepers not provided

How is the Gloucestershire programme managed?

Local LeDeR Framework Policy

To provide assurance to the Gloucestershire LeDeR Governance and Steering Group, the Clinical Commissioning Group (CCG) Quality
and Governance Committee in June 2020 a local policy for how reviews are managed and learning into action is monitored was written
and approved. This Policy has been reviewed and updated following the national policy publication in March 2021 and was approved by
the Quality and Governance Committee in February 2022 to reflect the changes within the new National LeDeR Policy. It has been

published on the Gloucestershire Clinical Commissioning Website (Gloucestershire LeDeR Programme, 2022)?2. An overview of the

reporting structure can be found in Figure 2.

Key individuals and groups involved
To lead and manage the LeDeR Process within Gloucestershire there are a number of key individuals and groups who ensure the local

and national processes and policy are followed;

e Senior Responsible Officer — This person acts as the
programme sponsor for the local programme and chairs the
LeDeR Governance and Steering Group.

e Local Area Co-ordinator (LAC) — this person acts as the
supervisor of the local programme and provides reports to NHS
England as well as Chairs the LeDeR Quality Assurance Panel

e Secondary LAC — this person deputises for the LAC and ensures
the actions from learning are followed up.

e Independent Reviewers — these individuals have a range of
backgrounds and skills and undertake independent LeDeR
reviews.

e Gloucestershire LeDeR Quality Assurance Panel - Is a group of
Experts-by-Experience?® and Experts by profession that look at
how good each review is against a quality checklist. A grading of
care is given between 1 — 6 to indicate how good the health and
care received was (6 being the best and 1 the worst.)

e Gloucestershire LeDeR Governance and Steering Group — guide

the implementation of the programme and wherever appropriate

22 hitps://www.gloucestershireccg.nhs.uk/wp-content/uploads/2022/04/100.-LeDeR-3-year-Policy-Feb-2022.docx
23 Experts-by-experience are people that are disabled, carers or people who work in health and social care.

Page 17 of 51



https://www.gloucestershireccg.nhs.uk/wp-content/uploads/2022/04/100.-LeDeR-3-year-Policy-Feb-2022.docx

https://www.gloucestershireccg.nhs.uk/wp-content/uploads/2022/04/100.-LeDeR-3-year-Policy-Feb-2022.docx



One

‘ . Gloucestershire

Learning Dis.‘ahillity
& Autism

work in partnership and collaboration with other agencies or bodies who may be involved in parallel work to take forward learning
and service improvement e.g., Safeguarding, Coroners, Hospital learning from deaths etc.

e Gloucestershire LeDeR Learning into Action Group — Ensure that the learning from each review is actioned. Actions or learning
identified will be used by people working in health services and social care to improve the support and care they give to people with
a learning disability and autistic adults. Learning will be shared in the regular Gloucestershire LeDeR Learning into Action
Newsletter which is co-produced by people with lived experience. This group will also provide regular presentations to interested

people and groups on the work of the LeDeR programme locally.

Figure 2 - Local LeDeR Governance Structure

One _ Gloucestershire LeDeR Programme Governance Structure
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What is the purpose of LeDeR?

LeDeR is a service improvement programme which aims to improve care, reduce health inequalities and
prevent premature mortality of people with a Learning Disability and autistic people by reviewing
information about the health and social care support people received. It does this by:

e Delivering local service improvement, learning from LeDeR reviews about good quality care and areas
requiring improvement.

¢ Driving local service improvements based on themes emerging from LeDeR reviews at a regional and
national level.

¢ Influencing national service improvements via actions that respond to themes commonly arising from

analysis of LeDeR reviews.

What LeDeR is and isn’t?

A LeDeR review is not a mortality review. It does not restrict itself to the last episode of care before
the person’s death. Instead, it looks at key episodes of health and social care the person received
that may have been relevant to their overall health outcomes. LeDeR reviews take account of any
mortality review that may have taken place following a person’s death. LeDeR reviews are not
investigations or part of a complaints process, and any serious concerns about the quality of care
provided should be raised with the provider of that service directly or with the Care Quality

Commission (CQC) via their online system.

Any person with a Learning Disability, aged 4+2* who dies and every adult (aged 18 and over) with a

clinical diagnosis of Autism is eligible for a LeDeR review.

24 The Child Death Review (CDR) process reviews the deaths of all children who are aged 4-17 years and the results are shared with the LeDeR programme.
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What does the new policy mean?
Key implications and changes within the national policy: -
e The LeDeR reviews will now include people (aged 18+) with an autism diagnosis (but
without a learning disability) from January 2022.
e The name will change to Learning From Lives And Deaths — People With A Learning
Disability and autistic people, however the Acronym will remain as LeDeR.
e A new streamlined review process and IT system (which was implemented by local systems
in line with the changes to the web-based platform went live on 1 June 2021).
e All reviewers must be employed on an NHS or Local Authority contract from 1t June 2021
and have access to appropriately encrypted ICT. Gloucestershire now has two band 7

senior reviewers and two band 6 reviewers employed on a bank contract who are

independent. They have all been supplied with CCG IT equipment to ensure appropriate
information governance standards are met. Clinical Supervision for these roles will be

undertaken by the Quality Assurance Panel.

What is the review process?
Every death has a first check. We call this an Initial Review.
Initial reviews will contain as a minimum;

e Demographic data

e Cause of death

e Summary discussion with family/ carer or someone who knew the person well

e Summary of discussion with the GP/ and or clinician involved in the care of the person who died
e Pen portrait
e Any long-term conditions linked to the cause of death.

e Whether or not the person had DNACPR in place, with paperwork correctly completed.

Using their professional judgement and the evidence available to them, the reviewer will determine where a focused review is required.
The person’s family has the right to request a focused review. A more focussed review is carried out if it is felt that:

There could be more learning from looking at more records or speaking to more people who knew the person well.

If anyone is worried about the care that the person received.

The person was an Autistic Adult who did not have a learning disability.

A w0 Dd PP

The person was from a Black Asian or Minority Ethnic Background?®.

Figure 3 provides an overview of the local process.

25 We know that there is significant under reporting to LeDeR from Black, Asian and Minority Ethnic communities and that premature mortality in Black, Asian and
Minority Ethnic communities is significantly increased from the national data gathered to date. Therefore, it is important that we review each of these deaths to
understand better the health inequalities faced by each of these different groups and to help tackle inequalities identified.
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Figure 3 - The LeDeR Review process - an overview
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Table 1 - What are Reviewers looking for?

The person and /or their People who live in unsuitable placements for their needs including the availability of appropriate

environment communications facilities/channels to ensure the person has access to information/support appropriate for

care at home their foreseeable needs.

Inadequate housing that places the person at risk of falls, accidental injury or isolation in their home.

Key information provided by family members or other carers being ignored or concerns not taken seriously or

low expectations of family members.

Families not wanting or feeling able to challenge medical professionals’ authority and opinion.

Any good practice that can be shared/disseminated wider

The person’s care and its | The lack of provision of reasonable adjustments for a person to access services.

provision:

Lack of routine monitoring of a person’s health and individual specific risk factors.

quality care

Lack of understanding of the health needs of people from minority ethnic groups.

Inadequate care.

Any good practice e.g. examples of reasonable adjustments that can be shared/disseminated wider

The way services are No designated care coordinator to take responsibility for sharing information across multi-agency teams,

organised and accessed: | particularly important at times of change and transition.

my care Lack of understanding and/or recording of the Mental Capacity Act when making essential decisions about

health care provision.

Inadequate provision of trained workers in supported living units.

Inadequate coverage of specialist advice and services, such as Speech and Language Therapy (SLT) or

hospital Learning Disability liaison nurses.

Any good practice that can be shared/disseminated wider

Definition of a Learning Disability in use by the programme
The LeDeR programme uses the following definition of a Learning Disability:

Individuals with a Learning Disability (internationally referred to as individuals with an intellectual disability) are those who have:
= a significantly reduced ability to understand new or complex information, to learn new skills (impaired intelligence) with:
= a significantly reduced ability to cope independently (impaired adaptive and/or social functioning) and:

= which is apparent before adulthood is reached and has a lasting effect on development.
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Learning Disability is different from a specific learning difficulty (such as dyslexia), or autism or a mental health condition. Some people
have all of these and also have a Learning Disability. A person does not necessarily need to have been on a locally held Learning

Disability register (also sometimes called a GP quality outcomes framework [QoF] register) to be eligible for a LeDeR review.

Definition of an Autistic Adult in use by the programme
For an autistic person?® to be eligible for a LeDeR review, they must have had a confirmed diagnosis of autism recorded in their clinical
records?’ prior to their death.
» For an autistic individual to be eligible for a LeDeR review, they must have had a confirmed diagnosis of autism recorded (any of the
terms as outlined in DSM or ICD) in their clinical records prior to their death.
= LeDeR does not include those who self-identify as autistic but have not sought or not received a clinical diagnosis from a qualified
health professional.
» LeDeR does not include individuals who have been referred for a clinical assessment of autism, but who have died prior to the
assessment having been carried out or completed. This is because the autism diagnosis will not have been confirmed. Whilst the
needs and difficulties leading them to a referral are not to be dismissed, these individuals nonetheless currently do not fall within the

scope of the LeDeR review inclusion criteria.

26 Autism is described in the diagnostic manuals used for clinical and research purposes. These manuals are the: Diagnostic and Statistical Manual of Mental
Disorders (DSM) https://www.psychiatry.org/psychiatrists/practice/dsm and International Classification of Mental and Behavioural Disorders (ICD)
https://www.who.int/standards/classifications/classification-of-diseases

27 A diagnosis of Autistic Spectrum Disorder or past diagnostic term, for example, autistic disorder should be recorded in clinical notes and NHS systems, such as RIO,
System One or EMIS.
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History of the LeDeR Programme — locally and nationally

« 1st June - LeDeR Established in response to CIPOLD outcomes
« University of Bristol team established

* Pilot Sites established
» Oct 2016 - 1st National Annual Report published

* April - National LeDeR Framework approved

* Quality assurance oversight handed from University of Bristol to NHS England

« January - NHS Long term plan supports the continuation of LeDeR
* May - 3rd National Annual Report Published

» October - 1st Gloucestershire Annual Report Published for 2018-2019. Local Quality
Assurance panels established.

* June - Gloucestershire LeDeR Framework Policy Approved
* October - 2nd Gloucestershire Annual Report published for 2019-2020.

* May - 2nd National Annual Report published. J

* 1st March - 31st May - No reviews commenced on any notifications during this transition\
period

 23rd March 2021 - New National Policy Published

* May 2021 - Training on new LeDeR IT Platform

* 1st June 2021 - New LeDeR IT platform will be launched

« Summer 2021 - Local Annual report published )

« January 2022 - Autistic Adults Reviews commenced nationally
* February 2022 - Amended local policy approved

L€ €€ € €€ < ¢
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Governance connection with Gloucestershire Safeguarding Adults Boards (GSAB)

There are obvious and strong linkages between detecting and reducing premature mortality for
individuals with a learning disability and autistic adults and safeguarding — particularly in relation
to the preventative element of the role of GSAB. The Care Act clearly lays out responsibilities in
relation to safeguarding adults as not only about abuse or neglect but also the risk of abuse

or neglect. The emphasis is on behaviours rather than the consequence of the behaviours.

The LeDeR programme and approach offers a process of learning from a life and death which
can enable GSAB and local structures to focus on how to protect people with care and

support needs from the behaviours and systems that pose a risk of abuse or neglect.

Such learning may usefully inform where such boundaries (or tipping points) are, and should be,
between poor quality, neglect/abuse and organisational neglect/abuse.

Whilst the LeDeR Governance and Steering Group is not a direct subgroup of the GSAB there is a close working relationship with key

personnel involved in GSAB. The independent chair of GSAB is a member of the LeDeR Governance Steering group and is also an
independent local LeDeR Reviewer.
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LeDeR Learning into Action Themes explained

L

Respiratory

Cause of death is in relation to the breathing and lungs e.g. aspiration/broncho pneumonia and
respiratory tract infections.

Circulatory

heart and veins

Cause of death is in relation to the heart and blood e.g. heart failure, sepsis, pulmonary embolism,

coronary artery atherosclerosis, pulmonary hypertension.

Cause of death is in relation to cancer e.g. lung cancer, ovarian cancer, pancreatic cancer.

Gastrointestinal

constipation

Cause of death is in relation to digestive areas e.g. gastroenteritis, abdominal infection,
constipation, visceral perforation and faecal peritonitis.

Other

dementia

A range of causes of death from road traffic accidents, dementia, epilepsy and liver failure.

N One
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Chapter Two - Deaths notified to the LeDeR programme

Notifications

Since the programme began there have been 246 Gloucestershire deaths reported to LeDeR covering the period January 2017 to end
March 2022. Of which 226 of these deaths have had an initial review undertaken (Table 2 - Status of reviews by year). For the financial
year 15t April 2021 - 315t March 2022 there were 40 notifications and 21 have had an initial review completed and have been quality
assured (53%).

Table 2 - Status of reviews by year as at 315t March 2022

Year Closed Open Total % Completed
2016-2017 7 0 7 100%
2017-2018 51 0 51 100%
2018-2019 47 0 47 100%
2019-2020 46 0 46 100%
2020-2021 54 128 55 98%
2021-2022 21 19%° 40 53%

TOTAL 226 20 246 92%

NHSE key performance indicators for LeDeR activity require all reviews to be allocated to a reviewer within 3 months of notification, for

reviews to be completed within 6 months of notification.

Table 3 - Gloucestershire's LeDeR Performance

Performance indicator 2021-2022 % Comments

Allocation of reviewers within 3 months of notification 100% All cases notified during 2021-2022 have been allocated

within 3 months

Completion of reviews within 6 months of notification 100% This KPI was met due. At the time of writing this report 8

cases are open the oldest dating back to November 2021.

Excluded from this would be the cases on hold awaiting
CDOP review, case notes or outcome of other

investigative processes.

Limitations with the data

Unlike reviews of child deaths, which are required by law, reviews of the deaths of people with learning disabilities are not mandatory so
professionals attending deaths are not required to report them to LeDeR. There is ho automatic communication to LeDeR of the deaths of

people on GP Learning Disabilities Registers. This makes it likely that notifications of deaths to LeDeR will be incomplete.

Delays in reporting deaths to LeDeR may affect monthly notification figures as deaths can be reported to the LeDeR Programme at any

time.

It is important to remember that comparisons with the general population are indicative but not directly comparable: deaths of people with
learning disabilities are notified to LeDeR from the age of 4 years, while general population data also includes information about children

aged 0-3 years.

In addition, more people who died at a younger age had profound and multiple learning disabilities and some of these would also have had
complex medical conditions or genetic conditions that may make an earlier death likely.

As the numbers are less than 10 for many of the causes of death, there is insufficient data to draw any meaningful conclusions.

28 CDOP Review that is on hold
29 4 cases awaiting CDOP review, 7 booked to go to Quality Assurance Panel in April and May 2022.
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Reporters of deaths

Gloucestershire Hospitals NHS Foundation Trust (which are the County’s secondary physical care hospital trust, sometimes called Acute
Care) were the biggest reporters of deaths since the programme began in 2017 (n=78 deaths), with Gloucestershire Health and Care NHS
Foundation Trust (the County’s community NHS Provider) the second biggest reporters of deaths (n=47 deaths).

Table 4 - Reporters of death

Care
Year GHC 2G[1] GCC GCS[2] GHT GP Home/ Out of county Other TOTAL
Provider
2016-2017 0 2 5 0 0 0 0 7
2017-2018 17 9 16 2 4 0 2 51
2018-2019 9 12 12 4 0 2 0 47
2019-2020 8 1 10 12 2 1 5 7 46
2020-2021 17 9 17 5 2 5 55
2021-2022 16 16 4 4 40
TOTAL 47 27 42 78 13 11 7 18 246
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Chapter Three — About the people who died

Demographic data

The following charts and tables provide information about the demographic of the people who died.
Gender of people who have died
There does not seem to be any correlation in the gender and the median age of death.

Chart 4 - Gender of those who died in 2021-2022 in Gloucestershire compared to previous years

Deaths reported by gender in Gloucestershire

2019-20
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Chart 5 - Gender comparison local vs national vs general population

Median age of death by gender: general population, National LeDeR and Gloucestershire LeDeR
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Ethnicity

For information governance purposes and to protect people’s identity (because there were less than five deaths reported) where ethnicity
was not “White British” this has not been included in this report. We recognise that further work is needed to ensure we identify, have
reported deaths, and undertake reviews for people from black, Asian and minority ethnic patient groups. Scoping work with local
Community Ambassadors, Community Learning Disability Teams (CLDTs) and the County Council’s Community Development Team has

commenced and will continue through the coming year.

Severity of Learning Disability

Of the 40 deaths reported in 2021-2022 21 have had the severity of learning disability recorded on the notification or completed initial
review. Of the remaining 19 these are still to be reviewed or to go through a quality assurance panel. Broadly speaking the profile of
severity of deaths in Gloucestershire is comparable year on year with about 40% of deaths for people with mild learning disabilities and

40% for people with moderate learning disabilities.
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Chart 6 - Severity of Learning Disability in Gloucestershire

Severity of learning disability by gender 2021-2022
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Chart 7 - Severity of Learning Disability Deaths reported to LeDeR - year on year comparison.

Severity of learning disability deaths - year on year comparision
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Co-morbidities
The NICE Guideline 56 (NICE, 2016) 3 about clinical assessment and management of multimorbidity; defines multimorbidity as the

presence of two or more long-term health conditions, which can include:

. Defined physical and mental health conditions such as diabetes or schizophrenia.
. Ongoing conditions such as learning disability.

. Symptom complexes such as frailty or chronic pain.

. Sensory impairment such as sight or hearing loss.

o Alcohol and substance misuse.

Of the 21 reviews completed, where co-morbidities have been recorded in 2021-2022; 33% had 3 or more co-morbidities recorded (this is
a reduction from the previous year of 53%)3!. In addition to this 19% (27% less than the previous year) of the reviews where co-morbidities
were mentioned (n21 people) who died also had epilepsy (less than 5 people). There is little we can conclude from the remaining data

sets as all long-term conditions equated to less than 5 deaths.

30 hitps://www.nice.org.uk/quidance/ng56
31 Where co-morbidities were less than five these have not been included
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Condition

Table 5 - Co-morbidities

Number of people

with the condition

recorded 2021-2022

Number of people
with the condition
recorded 2020-2021

Number of people
with the condition
recorded 2019-2020

Epilepsy * 13 16
Dementia * 5 8
Cerebral * 5 7
Palsy

Down * * 7
Syndrome

Hypertension * 5 *

* indicates less than 5 people.

Into County Placements

One
. Gloucestershire

Transforming Care, Transforming Communities

During 2021-2022 there were less than 5 deaths in Gloucestershire from people who had been placed into the county from other

authorities. As the numbers are less than 5 we have not included further information within this report to protect anonymity.

Since the start of the LeDeR programme in Gloucestershire there have been n28 deaths of people who had been placed into the county

from other authorities, 17 of these placements have been in the last three years. 35% of into county placements were placed from

Southwest authorities.

*

Table 6- Into County Placement Deaths by financial year

Table 7 — Deaths over the last 3 years by regions placing into Gloucestershire

Region Number

2016-2017 * South West 6
2017-2018 5 South East *
2018-2019 10 Midlands *
2019-2020 7 Wales *
2020-2021 7 North East *
2021-2022 * London *
TOTAL 17
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Chapter Four — Statistics
Age

Here we report on the age at death of people with learning disabilities who died from 1stApril 2021 onwards. It is important to remember
that comparisons with the general population are indicative but not directly comparable. The deaths of people with learning disabilities are
notified from the age of 4 years, whilst general population data also includes information about children aged 0-3 years.

In addition, as we have mentioned in previous annual reports, the people who die at a younger age had profound and multiple learning

disabilities and the majority of these had complex medical conditions or genetic conditions that may make an earlier death likely.

In the general population of England from 2015- 2017, the median age at death (for people of all ages, including 0-4 years) was 83 years
for males and 86 years for females (Office for National Statistics, 2019)%2. In Gloucestershire the median age at death for males with a

learning disability was 67 (min 18 years; max 85 years) and for females was 58 (min 11 years; max 87 years).

From the data reviewed for the whole programme no one with profound and multiple learning disabilities reached over 76 years old (min 19
years old; Max 76 years old). The median age of death for those with PMLD was 62 years old across the whole of the programme (an
increase from the previous year of 19 years, noting that there have been less than 5 deaths of people with PMLD this financial year so we

are unable to draw significant conclusions on the data for this financial year.

Chart 8 - Age of death by severity of learning disability whole of the programme3?

Age of death by severity of learning disability (where review
complete) 2017-2022
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Median age of death
Our data suggests a disparity (health inequality gap) in the age at death for people with a learning disability in Gloucestershire of 19 years

when compared to the general population.
Table 8 - Average (Median) Age of death

Gloucestershire South West National General Population
Male Female Median Male Female
average all
2018-2019 65 65 59 83 86
2019-2020 61 61 62 60
2020-2021 61 60 No recent data
available
2021-2022 67 58 64

32 https://lwww.ons.gov.uk/peoplepopulationandcommunity/healthandsocialcare/healthandlifeexpectancies/datasets/averageageatdeathbysexuk

33 We are not able to report for each financial year as the numbers for some age brackets are less than 5 people and are potentially identifiable
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Who is most at risk of dying young?

The median age at death for people with mild learning disabilities in Gloucestershire was 66 years old (an decrease from last year of 6
years, previous year was 72 years old, compared to the national report 2019 of 62 years); for moderate learning disabilities it was 66 years
old (increase from last year of 5 years, previous year was 61, and better than to the national report from 2019 of 63 years); for severe
learning disabilities it was 54 years old (last report was 46 years old national report was 57 years); for profound and multiple learning

disabilities it was 48 (last year was 43, compared to national report of 40).

Chart 9 - Median age of death by level of learning disability

Median Age by severity of learning disability (year on year comparison with
national)
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Place of death
Of the 40 deaths reported in Gloucestershire during 2021-2022 53% (an increase of 7% from the previous year) died in hospital. There is
currently no recent benchmarking information to be able to say whether this benchmark is higher or lower than other areas, and the impact

of covid-19 on hospital admissions may also have caused this increase.
Table 9 - Place of death

Place of death | Glos Royal Usual Place of | Other Other Hospital | Hospital Residential/ Grand
Hospital residence community (O0C) Nursing Home or Total
setting (e.g. Residential school
hospice, with
family etc)
Number of 21 8 0 * 0 7 40
deaths 2021-
2022
% 2021-22 53% 20% 0 10% 0 17% 100%
Number of 26 15 * 0 0 13 57
deaths 2020-
2021
% 2020-21 46% 26% 5% 0% 0% 23% 100%
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Month of death
Comparing month on month between the four financial years shows a similar proportion year on year. On average over the previous two

years per month there was 4 notifications per month, during 2020-2021 this increased to an average of 5 notifications per month (min: 0,
Max 10), during the last year this reduced to an average of 3 notifications per month (min:1, max: 6).

There is a steady trendline in deaths over the year. Some caution is required in interpreting this data; as without mandatory reporting of all
deaths to LeDeR it may in part, reflect trends in reporting deaths to the LeDeR Programme. There does not appear to be any seasonal
fluctuations in the reporting that we see in the general population data.

Chart 10 - Month of death

Month of death: year on year comparison
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End of life and was the death expected?
Of the deaths reviewed in 2021-2022 for which coded data was available about end-of-life care, over half (57%) were expected and

planned deaths.

Chart 11- Expected Deaths (where recorded)
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Chart 12 - % Expected deaths (where recorded on the review)

Expected Deaths 2021-2022 (where recorded)
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Chart 13 - Number of deaths where a ReSPECT form was in place
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Chart 14 - % of people who died with an active ReSPECT form in place

% of people with an active ReSPECT form in place in 2021-2022

No
25%
Unknown

40%

Yes
35%

= No =Yes =Unknown

Deaths with a Do Not Attempt Cardio-pulmonary Resuscitation (DNACPR) order®*in place
Guidance from the British Medical Association, the Resuscitation Council (UK) and the Royal College of
DNACPR Nursing explicitly states that decisions about DNACPR must not be based on assumptions related to the
] person’s age, disability, or the professional’s subjective view of a person’s quality of life (Resuscitation
Council UK)33,
When used appropriately, a Do Not Attempt Cardiopulmonary Resuscitation (DNACPR) order should help to
ensure that a patient’s death is as peaceful and dignified as possible, without traumatic and painful physical

intervention at the end of their life. Sometimes referred to as DNAR or DNR, a DNACPR order applies only to

34 Cardio-pulmonary resuscitation is when a person receives chest compressions and artificial breaths to help pump blood around their body when their heart has
stopped. A decision not to attempt cardio-pulmonary resuscitation is made and recorded in advance when it would not be in the best interests of the person because
they are near the end of their life or the procedure would be unlikely to be successful.

35 https://www.resus.org.uk/dnacpr/decisions-relating-to-cpr/
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cardio-pulmonary resuscitation, where it is assessed to be clinically appropriate, and where a decision has been made with the appropriate

involvement of the patient, their relatives or carers.

For people with a learning disability, sadly, it is evident from national reports (Public Health England, 2020)3¢ written during the pandemic

and the issuing of a letter to all regions and clinical leads (NHS England, 2021)3 in March 2021 that sometimes the complex combination

of clinical circumstances and a lack of patient or family/carer involvement leads to the inappropriate issue of a DNACPR order. Raising
guestions or concerns with a doctor about a clinical decision and the decision making process is both complex and daunting, so Turning
Point have worked with Learning Disability England to produce an_information pack and DNACPR checklist (Learning Disability England &

Turning Point, 2020)38, that will help families and carers understand the issues and jargon involved in DNACPR orders, and enable them to
raise questions and concerns appropriately. The pack includes a checklist that people can review a DNACPR order against, plus

explanatory notes on people’s rights and the legislation involved.

Of the people notified to the programme in 2020-2021, and of those that the review has been completed, 19 people (84% shown on Chart
15 and Chart 16) had a DNACPR order in place. This is a slight improvement from the previous year (77%).

Chart 15 - Number of people where DNACPR was noted on the completed initial Chart 16 - % of people where DNACPR was noted on the completed initial review
review (n19) (n19)
Number of people with a DNACPR order Number of people with a DNACPR order (where

(where recorded) 2021-2022 (n19) recorded) 2021-2022 (n19)
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Cause of deaths

The World Health Organisation defines the underlying cause of death as the disease or injury which initiated the train of events leading
directly to death, or the circumstances of the accident or violence which produced a fatal injury.

Table 10 - Cause of death combined . Pneumonia was the most frequently cited in part | of the MCCD (Death certificate) of people with

learning disabilities in Gloucestershire 15%, however, this is a reduction of 5% from the previous year. However as the numbers are less

than 10 for many of these causes of death, there is insufficient data for any meaningful conclusions.
Table 10 - Cause of death combined 2021-2022

Cause of death Number Number % of cause of Movement % of cause of % England % of
of of deaths from deaths Learning general
deaths deaths Gloucestershire previous  Gloucestershire Disability population
2021- 2020- 2021-2022 n40  year 2019-2020 n55 Population n529,605
2022 2021 cause of
death age 4+
2018-2019
n1938
Covid-19 * 14 8% O 25%
Pneumonia 6 11 15% 0 20% 25%
Cancer * 5 5% O 9% 14% 28%
Other 6 6 15% 0 11% _

36 https://www.gov.uk/government/publications/covid-19-deaths-of-people-with-learning-disabilities

37 https://www.england.nhs.uk/coronavirus/wp-content/uploads/sites/52/2020/04/C1146-dnacpr-and-people-with-a-learning-disability-and-or-autism.pdf

38 hitps://www.learningdisabilityengland.org.uk/wp-content/uploads/2020/06/DNACPR-Support-
Pack.pdf#:~:text=For%20people%20with%20a%20learning%20disability%2C%20sadly%2C%20it,t0%20the%20inappropriate%20issue%200f%20a%20DNACPR %20
order.
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Dementia * * 5% 0 7%
Sepsis * * 5% - 5%
Unknown3° 11 0
* 28% 2%
Respiratory * * 5% 0 4%
Heart related * * 8% 0 7%
Haemorrhage related * * 15% 0 4%
Gastric system * * 8% 0 5%
TOTAL 40 55

* Indicates less than 5 people

39 Review not completed or information not on original notification
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Cause of death — LeDeR Themes in Gloucestershire
Chart 17 - LeDeR Theme cause of death 2021-2022 compared to previous 4 years*® shows that the top cause of death in the learning

disabilities population averaged out over the last 4 years (n67 in total, median average of 15 deaths per year*?).

Chart 17 - LeDeR Theme cause of death 2021-2022 compared to previous 4 years

LeDeR Theme - Cause of death for the past 4 years
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40 Where unknown this indicates the review has not yet been completed or the notification did not have cause of death listed.
41 Noting that for 2020-2021 the number of deaths increased due to covid-19
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Chapter Five — Action from Learning

Indicators of the quality of care provided

What are reviewers looking for?

Within the LeDeR Programme, 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 have possibly been avoidable with the provision of good quality

health or social care.

CIPOLD and numerous serious reviews of deaths nationally have highlighted many examples of potentially avoidable contributory factors,
and it would not be possible to list them all here, however area reviewers are asked to consider include:

The person and /or their

environment

care at home

People who live in unsuitable placements for their needs including the availability of appropriate
communications facilities/channels to ensure the person has access to information/support

appropriate for their foreseeable needs.

Inadequate housing that places the person at risk of falls, accidental injury or isolation in their home.

Key information provided by family members or other carers being ignored or concerns not taken

seriously or low expectations of family members.

Families not wanting or feeling able to challenge medical professionals’ authority and opinion.

The person’s care and its

provision:

quality care

The lack of provision of reasonable adjustments for a person to access services.

Lack of routine monitoring of a person’s health and individual specific risk factors.

Lack of understanding of the health needs of people from minority ethnic groups.

Inadequate care.

The way services are organised

and accessed:

my care

No designated care coordinator to take responsibility for sharing information across multi-agency

teams, particularly important at times of change and transition.

Lack of understanding and/or recording of the Mental Capacity Act when making essential decisions

about health care provision.

Inadequate provision of trained workers in supported living units.

Inadequate coverage of specialist advice and services, such as Speech and Language Therapy

(SLT) or hospital learning disability liaison nurses.

What the Quality Assurance Panel role is?

The Gloucestershire LeDeR Quality Assurance (QA) Panel was set up in October 2019. It provides a consistent approach to signing off

completed reviews. Reviewers are invited to bring cases to the panel for advice and guidance. The panel uses a checklist (this can be

found in the Gloucestershire LeDeR Policy (Gloucestershire LeDeR Programme, 2022)*? to ensure consistency of approach and a record

of the discussions of each panel is kept.

)

AR

Is a group of Experts-by-Experience that look at how good each review is. They give ideas of what can be

| Lﬁé done better.

I A Experts-by-experience are people that are disabled, carers or people who work in health and social care.

42 https://www.gloucestershireccg.nhs.uk/wp-content/uploads/2022/04/100.-LeDeR-3-year-Policy-Feb-2022.docx
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To look at:

What the reviewer does.

How good the review is and making sure something is done to make things better.
How we help reviewers do their job well.

Think about what changes need to happen. We call this learning from action.

O O O O

To work out what the information from the reviews mean.

This could be something good, helping to stop someone dying too early.

It could be something that could be made better.

Cases will be given to Safeguarding if the group feels it is needed.

A mark between 1 — 6 is given to how good the care is.

6 being the best and 1 the worst.

When a review has been looked at, the person who leads on LeDeR in Gloucestershire (this person is called
the Local Area Contact or LAC), does the following:
[0 Fills in the Gloucestershire LeDeR checklist

[ Tells the reviewer that...

1. the review has been closed.

Or...

2. Asks the reviewer to make changes or get more information.

Asks the reviewer to tell everyone who they spoke with about the review.
Share learning with the LeDeR Learning into Action Group.

O

O

Assessment of the quality of care

Reviewers are asked to grade the care the person received at the end of a focused review (cases which only receive an initial review will
not be graded formally, but the local Quality Assurance Panel will capture indicative grading as part of local processes). Care is graded on
two elements of the health and social care the person received: 1. Quality of care the person received 2. Availability and effectiveness of
services the person Care is graded on a scale of 1-6 where 1 represents poor care and 6 represents excellent care (see Figure 4). 72% of
the reviews completed (n21) had received excellent or good care during 2021-2022, another 14% had received satisfactory care (Chart 18
and Chart 19)
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Figure 4 LeDeR Grading of care table
Quality of care Availability and effectiveness of services

6 This was excellent care (it exceeded expected good practice). Please  Availability and effectiveness of services was excellent and exceeded
identify in learning and recommendations what features of care made  the expected standard
it excellent and consider how current practice could learn from this.

5 This was good care (it met expected good practice). Please identify in  Availability and effectiveness of services was good and met the
the review learning and recommendations any features of care that expected standard
current practice could learn from.

4 This was satisfactory care (it fell short of expected good practice in Availability and effectiveness of services fell short of the expected
some areas but this did not significantly impact on the person’s standard in some areas but this did not significantly impact on the

wellbeing). Please address these issues in your recommendations for  person's wellbeing.
service improvement, and identify in learning and recommendations
any features of care that current practice could learn from

3 Care fell short of expected good practice and this did impact on the Availability and effectiveness of services fell short of the expected
person’s wellbeing but did not contribute to the cause of death. Please standard and this did impact on the person's wellbeing but did not
address these issues in your recommendations for service contribute to the cause of death.

improvement, and identify any features of care that current practice
could learn from.

2 Care fell short of expected good practice and this significantly Availability and effectiveness of services fell short of the expected
impacted on the person’s wellbeing and/or had the potential to standard and this significantly impacted on the person's wellbeing
contribute to the cause of death. and/or had the potential to contribute to the cause of death.

1 Care fell far short of expected good practice and this contributed to the Availability and effectiveness of services fell far short of the expected
cause of death. standard and this contributed to the cause of death.

Chart 18 - Grading of care recorded

Grading of care recorded

90
80
70
60
50
40
30
20

10

[0)
o
@
o

°
o)
o

O}

o
Excellent care I

Satisfactory care II

Care fell short of expected good
practice that impacted on the
persons wellbeing
Care fell short of expected good
practice that significantly impacted
on the persons wellbeing and had
the potential to contribute to the
cause of death

m2021-2022 m2020-2021 =2019-2020

Page 39 of 51





One

Gloucestershire

Transform L] Communitees

ki

ransfionmang Care,

Learning Diﬁahillity
& Autism

Chart 19 - 2021-2022 Grading of care %

Grading of care for

Care fell short of expected good practice that 2021-2022 (n21)

significantly impacted on the persons wellbeing and
had the potential to contribute to the cause of death
5%

Excellent care
5%

Care fell short of expected good practice that
impacted on the persons wellbeing
9%

Good care

Satisfactory care 67%

14%

Gloucestershire LeDeR Quality Assurance (QA) Panel Feedback

Chart 20 shows that communications and reasonable adjustments to support care (29%) was the biggest reason for action coming from
the quality assurance panel, management of specific conditions (14%) was the second. These numbers are relatively small and therefore
not big enough for us to draw conclusions up for wider system action. However, the LeDeR Programme continues to have common

themes emerging which inform the action from the learning. These themes are listed in Table 11.

Table 11 Glossary of themes for learning into action

Issues with the care and treatment received at Gloucestershire Royal or Cheltenham

Acute Hospital issues

General Hospitals.

Annual health checks

Issues with the annual health check that the person did/ or did not get.

Case Management

Issues with how health and social care worked together to jointly support someone.

Communications and reasonable
adjustments

Issues with how health and social care communicated with the person, their carers or
their family e.g. use of easy read and reasonable adjustments for example longer
appointments.

Dysphagia Management

Issues with how care between the community speech and language therapy plans
were communicated with hospital and utilised in hospital care.

Diagnosis

Issues with finding out why someone is poorly e.g. blood tests etc.

Family/Carer support

Issues with how the person was provided carer or family support including reasonable
adjustments and documentation such as hospital passport to support an individual
with learning disability to be appropriately supported.

General Practice issue

Issues highlighted with specific GP surgery or primary care guidance.

Healthy Lifestyles

Issues highlighted with support provided to the individual to remain healthy e.g. weight
management, stopping smoking advice, exercise etc.

Management of condition

Issues with how specific conditions are managed by health care professionals
including the resources, guidelines and training provided to health care professionals
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Issues with how the Mental Capacity Act (MCA) was followed including use of

MCA advocacy, Best Interest processes and recording and having the conversations about
DNACPR etc.
Issues with how people choose to make unwise decisions in relation to their health
Self-neglect

and care, and then how professionals act upon concerns.

Documentation not completed
correctly

Issues with how professionals completed documentation.

End of Life and advance care
planning

Issues with those who were at the end of their life and planning for their care including
advance plans e.g. ReSPECT, funeral planning, bereavement support for carers etc.

Pressure Ulcer Management

Issues identified with how pressure ulcers were managed and treated including use of
equipment and dressings.

Transitions

Issues with the how care was co-ordinated between childhood and adulthood
including ensuring the person was on the GP Learning Disabilities register. OR

Issues with how the care was co-ordinated between out of area placing authorities
and Gloucestershire.

Chart 20 - Actions from Quality Assurance Panel for 2021-2022
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Achievements - a look back at what has been achieved in the last year

Covid-19 1. Accessible covid-19 resources continue to be reviewed and

%‘Comna £y

Virus .

updated by Inclusion Gloucestershire. Material is aimed at

those with lived experience of disabilities and people who may

support them. The regularly updated resource hub can be

accessed here and includes accessible material on many
aspects of covid-19.
2. Achievement of highest covid-19 vaccination of people on the

GP Learning Disability Register within England.

Physical Health Care 1. Monitoring and communicating signs of deterioration (West of
England Academic Health Science Network, 2021)*3
(RESTORE 2 & RESTORE 2 MINI training offered by West of

England Academic Health Science Network continues to be

actively promoted throughout disability care provider settings in
Gloucestershire. Community Learning Disability Teams
(CLDT) have also been trained to deliver this training and

following a bid to NHS England the programme is in the
process of developing a suite of locally held training resources
alongside experts by experience.

2. Telehealth project into Learning Disability Care Homes (West
of England Academic Health Science Network (WEAHSN),

2021)* concluded and is in the process of being evaluated.

3. Resources to support the management of complex bowel
conditions (such as diverticulitis, constipation and bowel
cancer) have been actively shared. The Learning into Action
Group has also identified the need to develop an easy read
bowel cancer screening leaflet alongside the screening team
and this will be co-produced during 2022-2023.

4. Continued campaign about the importance of reasonable
adjustments in hospital settings utilising My Health Passport.

Based on feedback we have developed an editable online

version (Gloucestershire Health & Care NHS Foundation Trust,
2021)* which can be typed into and printed off.

5. Dysphagia and community speech and language guidelines
following the person when they are admitted to hospital quality
improvement project has been scoped and testing of solutions
will continue into 2022-2023

6. Weight and nutritional intake monitoring — Capital bid for hoist
scales to be purchased through Community Equipment
Services.

7. Audit around the Enhanced Care in Care Homes Direct
Enhanced Service for learning disabilities has been highlighted
by LeDeR reviews, care providers and primary care staff.

Initial engagement has highlighted a need to provide a toolkit

to support practices.

43 https://www.weahsn.net/our-work/transforming-services-and-systems/keeping-people-safe-during-and-after-covid-19/recent-coronavirus-covid-19-information-for-
the-learning-disabilities-collaborative/

44 https://www.weahsn.net/our-work/digital-transformation/case-study-baywater-telehealth-pilot/

45 https://www.ghc.nhs.uk/wp-content/uploads/My-Health-Passport-EasyRead-v2-April-2021 Editable-Version.pdf
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8. Oral Health Promotion resources and training is being
reviewed as an ICS and a working group has established links

with Public Health leading on this work.

care at home Care Provider Market 1. Covid prevention support and grants continues to be provided

to care providers.

2. Provider bulletin (Integrated Disabilities Commissioning Team,

n.d.)*® continues to be published monthly.
3. Workforce competencies — piloted a Learning Disabilities

Fundamentals to Care (FTC) training programme (Integrated

Disabilities Commissioning Team, 2021)* in response to
identified training gaps alongside our Proud to Care team.
4. Gloucestershire has successfully piloted the Oliver McGowan

Mandatory training (Gloucestershire Health & Care NHS

Foundation Trust, 2022)* as part of the national pilot and
therefore stands in good position to roll out this training during
2022-2023.

5. Continued accessible COVID-19 resources (Inclusion

Gloucestershire, 2022)*° - Inclusion Gloucestershire continues
to review and add to their suite of accessible online resources
which are aimed at those with lived experience of disabilities

and people who may support them.

health checks Annual Health Checks and Health | 1. In Gloucestershire, much work has been done to encourage
Check Action Plans people with a Learning Disability to have an annual health
check. Highlights include: -

a. Uptake of annual health checks is 79% in 2021-2022

b. Gloucestershire was successful in becoming national
exemplar site during 2021-2022 and this work will
continue during 2022-2023. In particular, this includes
increasing the number of Health Check Action Plans,
increasing the number of children and young people on
the registers and understanding the barriers children
and parents face in getting onto the register. As well as
improving the quality of Annual Health Checks.

c. Further enhance the information on the G-Care website
https://g-care.glos.nhs.uk/pathway/576 which provides
guidance to health care professionals using a risk
stratification approach during covid-19.

d. Supercharged Me campaign (Integrated Disabilities
Commissioning Team and Kingfisher Treasure Seekers,
2020) continues (website www.superchargedme.com).

mental Legal frameworks 1. Mental Capacity Act and the use of advocates continues to be
capacity

a common area for improvement — Click here Presentations to
carers groups, care providers and experts by experience on
the importance of capacity and support to make decisions have
proven successful and will continue during 2022-2023

2. Establishing a standardised agenda for best interest meetings

in the hospital settings.
3. The importance of advocates to support people to make
decisions, especially for people who have fluctuating capacity

has been a common theme.

46 hitps://www.gloucestershire.gov.uk/health-and-social-care/provider-information/

47 https://www.proudtocareglos.org.uk/the-care-hub/proud-to-learn-training/learning-disability-fundamentals-of-care-programme/
48 https://www.ghc.nhs.uk/oliver-mcgowan-mandatory-training/

49 https://www.inclusiongloucestershire.co.uk/covid-19/
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End of Life care and Advance 1. Easy read information for patients and carers (Gloucestershire

Care Planning Clinical Commissioning Group, 2021)>° about the ReSPECT
process and filling in the form has been jointly developed
between experts by experience and experts by profession.

2. Accessible videos to raise awareness of the ReSPECT

process and benefits of Advance Care Planning are planned to

be filmed in the Spring of 2022 and will be available on the
National ReSUS Council’s website. These could be utilised
with professionals, people with a learning disability, family and
paid carers. Gloucestershire will publicise these videos widely

when they are available.

Hospital Care 1. Use of editable Health Passport continues to be promoted

widely.

2. Reasonable Adjustments Flag continues to be reviewed and

Flease read this assessment fo get fo know me. It confains imporfant

e discussed.

My name is

1like fo be known as 3

Sensory equipment has been purchased to support autistic

My DOB and NHS no.

This health passport belongs fo me. Flease return i when | am discharged.

people’s admission to Gloucestershire Royal Hospital and
FOR HOSPTAL ADMISSIONS: Please keep a copy of my health passpart with my

nursing file of the end of the bed. Please aiso inform the Hospital Liaison
Hurses that | am here and record the date in my notes.

Cheltenham General Hospital.

My prefemed communication method to nelp me
unaerstana:- ¥ fick boxes which apply

T speaking T sigring T Pictures

O using objects O Inform Others O Eosy Read

&

other communicafien methods | fing naipful-

|nave dificulty wim- ¥ fick boxes which opply
I writing O setf-care
O moving O Controling my behaviour

How 1o nelp me if | am anxious:-

Calls S

CAPACITY TO CONSENT - PAGE & CURRENT PRESCRIBED MEDICATION - PAGES .
1

50 https://g-care.qglos.nhs.uk/pathway/917/resource/7#chapter 7721
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Chapter Six — Deaths of children

During 2021-2022, there were less than 5 children notified to the LeDeR platform from Gloucestershire. All child deaths are reviewed as
part of the statutory Child Death Overview Process (CDOP) and therefore separate LeDeR Reviews were not undertaken. The deaths
were allocated to a Senior LeDeR Reviewer who worked closely with the Child death review process (Safeguarding Children's Board,
n.d.)% (CDR).

Due to the small number of cases, demographic data has been withheld to prevent inadvertent identification of the individuals.

All Local Safeguarding Children Boards have a statutory duty to hold a review whenever a child dies.

The Child Death Review (CDR) process is designed to ensure Local Safeguarding Children Partners are in a position to learn any
lessons there might be from the unexpected death of a child or young person. The child death review process is designed to help with
providing the appropriate support to families and schools to gain information about why children die. There are two aspects to a CDR.

« A rapid response by a group of key professionals who come together for the purpose of enquiring into and evaluating each
unexpected death of a child.

« An overview of all child deaths in the Local Safeguarding Children Partners area (in this case the Gloucestershire Safeguarding
Children Partnership area), undertaken by a panel.

Over the course of the year the LeDeR Programme has taken an active participative role in any child deaths of those with a learning

disability. One Gloucestershire reviewer has been allocated the lead role in this area.

The Gloucestershire CDOP programme produce yearly annual reports. The CDOP Annual reports®? are available to view on the
Gloucestershire Children’s Safeguarding Partnership (GCSP) website.

The tables on page 9 of the CDOP Annual Report 2020-2021 shows that the highest cause of death (total 35% of deaths) found to have is
due to chromosomal, genetic and congenital anomalies and chronic medical conditions.

51 https://www.gloucestershire.gov.uk/gscp/gloucestershire-statutory-reviews/child-death-
process/#:~:text=All%20Local%20Safeqguarding%20Children%20Boards,a%20child%200r%20young%?20person.
52 https://www.gloucestershire.gov.uk/gscp/gloucestershire-statutory-reviews/child-death-process/cdop-annual-reports/
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Chapter Seven — Conclusions and 2022-2023 Action Plan

Table 12 - Gloucestershire LeDeR 3-year action plan

LeDeR Thematic
Area

Training Gaps

Use of technology

End of life and
Advance Care
Planning (ReSPECT)

Legal Frameworks

LDA

Programme

Area

Improving .
Quality of

Services

Improving o
Quality of

Services .

Reducing .
Health
Inequalities

Improving o
Quality of

Services

Year 1
2021-2022

Complete Training gaps
analysis with providers
Fundamentals of Care
(FoC) Learning Disability
Pilot

AHSN RESTORE2 Mini
train the trainer sessions
We will develop and embed
increased knowledge and
understanding  of  best
practice in primary care
networks

Evaluate
Telehealth/Bayswater
with AHSN
Implement regular electronic
LeDeR Newsletters

pilot

Work with End-of-Life
Clinical programme and
RESUS Council to develop
easy read resources

To increase knowledge,
appropriate use and
improved recording of
Mental Capacity Act (MCA)
and Best Interest (BI)
decisions within primary
care and acute care.
Guidance written to ensure
consistent approach to Bl
meetings in Acute Care.

Year 2
2022-2023

Evaluate FoC Learning
Disability Pilot and business
case for continued funding

RESTORE2  Mini local
training resources
developed

Implement Oliver McGowan
Mandatory Training

Learning Disability AHC
Training offer reviewed, and
gaps identified with solutions
to address

Implement LeDeR Action
learning sets with specific

learning for different
professional groups initial
stakeholders inc  GPs,

Hospital staff, Social Care,
Care Providers

Work with Primary Care
Training Hub to standardise
the offer for primary care
staff.

Continue to promote system
learning to ensure all
learning from death and
examples of best practice
are shared across the
health, social care and third
sector services, rather than
sitting in silos

Further development and
refinement of a local
Information dashboard
utilising Power BI to inform
local health inequalities.

A range of co-produced film
RESPECT2 accessible films
will be developed and
shared.

Continued engagement with
the ICS End of Life Clinical
Programme to ensure
reasonable adjustments and
personalised end of life care
for people with a learning
disability and autistic adults.
To continue to support and
promote the appropriate use
and recording of
MCA/BI/Use of advocates.
Consider impact of
implementing LPS.
Implement Hospital Best
Interest (BI) Meeting
guidance and leaflets.

One
Gloucestershire

Transformaeng Care, Transiommung Comemiunt

Year 3
2023-2024

Implement
recommendations
FoC Evaluation
Address any training gaps
identified through the
LeDeR Reviews over the
last 1-2 years.

from

Reasonable adjustments
digital flag in summary
care records rolled out for
people with Learning
Disability and Autistic
Adults.

Scope with other regions
any new innovative
technology.

Continued engagement
with the ICS End of Life
Clinical Programme to
ensure reasonable
adjustments and
personalised end of life
care for people with a
learning disability and
autistic adults.

To continue to support
and promote the
appropriate use and
recording of MCA/BI/Use
of advocates.
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LeDeR Thematic

Area

Hospital Care
(reasonable
adjustments and

communications)

Physical Health Care

LDA

Programme

Area

Reducing
Health
Inequalities

Improving
Quiality of
Services &
Reducing
Health

Inequalities

Year 1
2021-2022

e Amend the Health Passport
to be editable and easy read
in co-production.

e Focus on Oral Health care
and dysphasia within
hospital settings

e Develop easy one page
checklist for  supporting
people with Learning
Disability and Autism during
covid-19 times.

e Continue to meet Learning
Disability AHC 75% target
and make better use of the
Health Check Action Plan

e Exemplar project Learning
Disability AHC commenced

e Raise awareness of
national campaigns such as
Mouthcare Matters,
dysphagia and Dying for a
Poo.

e Development of a CCG/ICB
Clinical Champion for LDA.

e Establish links with social
prescribers

Year 2
2022-2023

Continue to promote the use
of the passport with hospital

colleagues

Focus on Oral Health care
and dysphasia within
hospital settings.

Continue to work with

colleagues in Mental Health
Inpatient settings to ensure
all reasonable adjustments
are put in place to ensure
equitable health outcomes

We will work to continue to
meet the 75% target and
improve the quality and
effectiveness of AHCs, and
access to screening
services.

Learning Disability AHC
children and young people
deep dive of barriers and
co-produce solutions to
overcome barriers.
Continue to support
reasonable adjustments for
people to access flu and
covid-19 vaccinations.
Continue to engage and
influence national
campaigns around physical
healthcare for people with a
learning disability or Autistic
adults.

We will work to improve the
recognition and
management of pain — by
recognising soft signs of
deterioration, to understand
when individuals are
distressed, in pain or poorly
and how they communicate
in order to take prompt
clinical action.

Embed CCG/ICB Clinical
Champion in learning into
action work.

Partnership with social
prescribers established and
support provided to improve
their competency to support
the LDA programme and
learning into action.
Improve the understanding
and awareness of additional
health needs in our
community care providers

One
Gloucestershire

Transformaeng Care, Transiommung Comemiunt

Year 3
2023-2024

Continued engagement
with the LDA Clinical
Programme to ensure
reasonable adjustments
and personalised care for
people with a learning
disability and autistic
adults when going into
hospital are and address
any gaps identified
through reviews.

Continue to promote
RESTOREZ2 and
RESTOREZ2 mini across
Gloucestershire
Continue to embed the
role of Social Prescribers
to support people with a
learning disability and
autistic adults.
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Conclusion

This is the fourth LeDeR annual report for Gloucestershire. The report provides the detail of how the LeDeR Programme has
been delivered during the year 2021-2022 and demonstrates the improved governance arrangements following the publication of
the NHS England and NHS Improvement 2021 Policy. This report provides assurance that Gloucestershire has a robust
approach to reviewing deaths of people with a learning disability. With clear plans to undertake reviews of autistic adults from

January 2022. Ultimately improving outcomes for people who are at risk of facing health inequalities.

This year, even more so than previous years, has brought challenges to the country and the county of Gloucestershire that we
have not faced before as we move out of a pandemic response, health and social care services are ever more in high demand.
Covid-19 outbreaks have subsided, and inpatient activity has returned to more normal levels for people with a learning
disability. It is a testament to the dedication of those working and supporting people with a learning disability that of the
completed reviews 9 out of 10 people with a learning disability received excellent, satisfactory, or good care. In addition to this,
Annual Health Checks have continued to be delivered and Gloucestershire achieved 79% uptake (more than the national target
of 75% and the highest performing area in the Southwest). Another achievement to note is that the Gloucestershire Learning
Disability Clinical Programme has actively supported the Covid-19 vaccination rollout in the County and of those aged 18 and
over on the GP Learning Disabilities Register 94% have received their vaccinations®s.

The co-production partnership approach® which was implemented in 2019 has been invaluable in ensuring we are ahead of the
curve in implementing action from learning during the year. Experts by experience have helped us understand from people with
experience of learning disability and using health services locally during these unprecedented times. Table 12 provides an overview
of the planned work for the LeDeR programme which has been mapped against the wider Learning Disability and Autism Clinical
Programme. By doing this the programme’s ambition is to;

e Focus on improved communications between professionals and with family/carers.

e Focus on early detection of deteriorating physical health including sepsis. In particular, supporting the uptake and use of
the ReSTOREZ2 mini documentation.

e Focus on eating and drinking pathway including raising the awareness of oral health through Mouthcare Matters, and of
the importance of checking for speech and language therapy guidelines on admission to hospital.

e Continue the focus on improving uptake of the Annual Health Checks and Flu Vaccinations.

e Focus on encouraging the ReSPECT form to be completed earlier on for people who have complex healthcare needs,
alongside ensuring that there is a base line observation (Unique Wellness) in place to review frailty and advanced care
planning with individuals, their family, and carers, so this helps identify when people are deteriorating.

e Continue to share the learning — plans to work with Inclusion Gloucestershire in 2022-2023 to develop accessible easy

read infographics of the learning that comes out of the reviews.

All the recommendations from reviews will continue to be scrutinised by the Quality Assurance panel and put into a local action
plan tracker which is shared with the Gloucestershire LeDeR Governance and Steering group who will monitor progress with the
aim of improving outcomes for people who are at risk of facing health inequalities. Learning on a page from each review will be

shared for every review undertaken.

Gloucestershire is passionate about keeping this work programme moving forward and the local programme wants to continue to
strengthen the partnership with family carers during 2022-2023. Whilst extending the scope to carers who support people from
black and minority ethnic communities and engagement with community organisations and individuals will be crucial for the
programme to be able to do this effectively. People’s lived experience will help to guide and drive the service improvement

programme that will be as a result of the completed reviews.

53 Data correct January 2022.
54 We have been supported by Inclusion Gloucestershire
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Going forward we are passionately committed to listening and learning from reviews, from people with Learning Disabilities and

Autistic people and their families and making positive changes across the health care system. The Gloucestershire Learning
Disabilities and Autism Clinical Programme will continue to challenge health inequality and improve health outcomes for people

with learning disabilities and aim to prevent people from dying prematurely.
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Part 2 — What these words mean.

Tricky words are in bold in the report.

Advocate

An advocate is a person who helps another person to
understand what is going on. They can help to tell people
what someone thinks or wants.

Annual Health
Check

This is an appointment that happens once a year with your
doctor. This is when you talk about your health and how to
make it better. Annual Health Checks are for adults and
young people aged 14 or over with a Learning Disability.

Best Interest

A best interest decision is made when someone cannot

(Decision) decide what to do for themselves. People who know the
person will meet to talk about the decision and make a
decision for the person that is best for them.

Community A group of healthcare workers from the NHS that support

Learning Disability
Teams (CLDT’s)

people with a Learning Disability in Gloucestershire to live
a good life in the local community.

COVID-19

This is a virus that can make some people very poorly. It
has spread around the world since the beginning of 2020.

COVID-19 Virtual
Ward

This is a way of looking after people in their own homes
who may have COVID-19. Patients of the virtual ward are
given a device for checking their own pulse and oxygen
levels. The readings are sent to the COVID-19 Virtual
ward. If this shows someone may be becoming unwell,
they are assessed over the telephone.
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Part 2: What these words mean.

CPR Stands for Cardio Pulmonary Resuscitation and cover the
stages that should be used if someone is unconscious and
not breathing.

When you are resuscitating someone, you are acting as a
life support machine. When you push on their chest, you
are being their heart — and when you breathe into them,
you are being their lungs.

Dysphagia This is the medical word for swallowing difficulties.

Fundamentals of Training all about the health and wellbeing of people with
Care (FoC) Learning | Learning Disabilities for healthcare workers.
Disability Pilot.

General Practitioner | This is a doctor who works in the community. They treat
(GP) many common illnesses and make referrals to other
community health services when people need more help.

Health Inequalities | Health Inequalities are unfair differences when someone
has healthcare.

Integrated Care An Integrated Care Board (ICB) manages the NHS in a
Board (ICB) local area.

Learning Disability | This is a list that can help your doctor (GP) know what to

Register do to make your appointment easier. This will also make
sure you are invited for an Annual Health Check.

Local LeDeR This is a group of people who help manage, support and

Steering Group check on how the LeDeR programme is working in

Gloucestershire.

Mental Capacity Act | This is a law which protects the rights of people who
2005 (MCA) cannot make some decisions themselves.
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Part 2: What these words mean.

My Health Passport | A health passport lists the things that a nurse or doctor
must know about. It might have the medication someone is
taking. It should say what is important to that person, and
what they like and dislike. This can help improve
communication with health care professionals.

Oliver McGowan This is training that has been made and run by people with
Mandatory Training | a Learning Disability, Autistic Adults, family carers and
healthcare workers who work with people with a Learning
Disability and/or Autistic Adults.

It is named after Oliver McGowan. Oliver's death showed
there was a need for training like this.

It is now the law that health and social care workers do this

training.
Quality Assurance | This means checking to see if something has been done
(QA) well, and what could be done better in the future.
Reasonable Reasonable Adjustments are changes to help a person
Adjustments with a disability to go to a place or use a service
ReSPECT Form ReSPECT stands for Recommended Summary Plan for

Emergency Care and Treatment. A ReSPECT form says
what someone wants to happen at the end of their life. It
helps healthcare workers to make decisions about a
person’s health when they cannot do so themselves.

ReSTORE2 ReSTORE?2 is a tool used by healthcare workers, to record
things like a person’s pulse. This can help to show if
someone is becoming unwell. It can help a healthcare
worker decide if a person needs different treatment.

RESUS Council The Resuscitation Council UK is a national organisation
that is saving lives by developing guidance, and delivering
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Part 2: What these words mean.

training to ensure everyone has the skills they need to
save a life using CPR.

Summary Care
Record

A Summary Care Record tells hospital staff the key points
of a person’s medical history.

Part 3 — Opening Words

Trudi Pigott— Chair of the Gloucestershire LeDeR Steering Group

and Deputy Director of Quality

Dr Marion Andrews-Evans — Director of Quality and Nursing

Marion

This is the fourth LeDeR Annual Report for
Gloucestershire

It looks at people with Learning Disabilities who died
between 15t April 2021 — 315t March 2022.

This report says what we have found out from our
LeDeR reviews, what we can learn from them and how
we can make changes to make services better in the
future.

The reasons why people with a Learning Disability die
too soon were written in a report by the National LeDeR
programme in July 2020.
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Part 3: Opening Words.

This report was changed in March 2021 to add new
information. We then made some changes to how
LeDeR worked in Gloucestershire

Some changes have been hard, but the LeDeR team in
Gloucestershire are doing well. We are meeting all our
goals for LeDeR set by the NHS.

This report will talk about some of the changes to
LeDeR. One big change was reviewing the deaths of

Learning Disability autistic adults without a Learning Disability from
Shal January 2022.
N@[Lus @[N] Since 2019, we have been working with Inclusion
GlOU@E$FERSH RE Gloucestershire. This has been working well.

Experts by Experience are involved in every part of the
Gloucestershire LeDeR programme. We make sure the
voices of people with Learning Disabilities and Autistic

Adults are heard.
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Learning from each LeDeR review is important to make
healthcare services better.

We will continue to ask questions and try to stop health
Inequalities. We think it is important to stop people with
a Learning Disability and Autistic Adults from dying too
soon.

What our Experts by Experience Said

Sammy Roberts, Project Worker at Inclusion Gloucestershire and
Expert by Experience member of the LeDeR Quality Assurance
(OA) Panel

This year we have continued to hear and build on the voice of people learning
disabilities and autistic adults on the QA panel and also when coproducing
accessible information. Experts by experience now have a role in the Steering
and Learning into Action groups, making sure the valuable learning we get
from LeDeR is put in to action.

We have also played a key role co-producing and co presenting the learning
with professionals, carers and people with a learning disability and autistic
people. The increasing focus on co production puts people with learning
disabilities and autistic people at the centre of the LeDeR programme in
Gloucestershire going into the future”
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Paul Tyrrell, LeDeR Project Co-ordinator for Inclusion

Gloucestershire and Expert by Experience member of the LeDeR

Quality Assurance Panel says:

Our voice as Experts by Experience on the LeDeR QA panel
has continued to be prominent during 2021 — 2022. Our bi-
monthly co-produced LeDeR newsletters are now well
established, sharing the thoughts of the QA panel, examples
of good practice and accessible health information resources
based on the learning themes identified from the reviews.

Both myself and the rest of the LeDeR team at Inclusion
Gloucestershire are proud to be involved in the programme
and are pleased to have been able to play our part in raising
awareness of LeDeR in Gloucestershire.

Recently, in partnership with our clinical colleagues, we have
started to develop a suite of Easy Read resources focusing of
specific health issues and things that can help make
healthcare more accessible. | look forward to seeing this suite
of resources grow during 2022 — 2023.
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The views of others at Inclusion Gloucestershire: about why

LeDeR is so important and how the learning during COVID-19

has improved services.

| need to be
listened to
as the
expert in my
condition!

| think it is sad
and emotional
when people
die too young.

Reasonable
adjustments
should
always be
made if we
want
equality!

Attitudes need to
change. Stop seeing
us all as statistics
and difficult people.
Help us to help

ourselves!

n a'*’v .
. =

1 Some of the images are from Stock photos available from www.gettyimages.co.uk
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I’'m not
always
aware of
LeDeR.

| think doctors
and nurses need

to be aware of
LeDeR to stop it
from happening

again!




http://www.gettyimages.co.uk/
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Part 4 — A summary of the report

Background

Review _ _ S
Deaths of people with a Learning Disability over the age

of 4 years and autistic adults over 18 are reviewed by
the LeDeR programme.

O O O O A

We know LeDeR may not be told about all deaths of
people with a Learning Disability or an Autistic Adult.

We keep telling people about LeDeR, so more people
know how to tell us if someone with a Learning
Disability or an Autistic Adult has died.

LeDeR reviews try to make services better for people
with a Learning Disability and Autistic Adults.

LeDeR wants to reduce health inequalities for people
with a Learning Disability and Autistic Adults.

LeDeR wants to stop people with a Learning Disability
and Autistic Adults from dying too soon.

LeDeR is a national programme in England. Every
death is looked at in the same way.

11
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Part 4. A summary of the report

Some people will have their deaths looked at in more
detail if the reviewer or the Quality Assurance (QA)
panel thinks more can be learnt from looking at more
information. We call this a focused review.

A reviewer tries to find out what happened in someone’s
life and death.

They will talk to someone who knows the person well,
like their family, carers and doctor.

The review gets checked by the QA panel. There are
lots of people on the panel. There are doctors,
pharmacists, nurses and experts by experience.

We learn from each review and tell people what we
learnt.

Over the next 3 years, we want to improve things and
reduce health inequalities for people who have a
Learning Disability and for autistic people.

We want things to get better for people with their social
care, hospital care, physical healthcare, advanced care
planning and in the way people use the Mental
Capacity Act law.

12
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m_ How many reviews have been carried out in total
(since 2017) up to 31 March 2022?

31 2022

Reviews Open Number of reviews - total 246

20
8%

Reviews
Completed
226
92%

= Reviews Completed Reviews Open

How was people’s care?

About 9 out of 10 people’s care was rated good enough
or better than that.

Most of the people died in hospital. This is more likely
for people who have a Learning Disability in

Gloucestershire than people who do not have a
Learning Disability.

13
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40 people with a Learning Disability died during the year.

Cause of Death 2021 -22
Number of People

1"
6
| 3 I

® Breathing and lungs (Respiratory)  Heart and the blood (Circulatory)

12

10

10

L L L B+ =

® Cancers = Digestive areas (the stomach)
® Other (such as Dementia) = Unknown

There have been less than 5 deaths of people with a
Learning Disability from COVID-19. The previous year
there was 14 people who had died of COVID-19.

End-of-Life Planning

More people had a ReSPECT form than last year.

We keep on telling more people about the ReSPECT
form and are working with Inclusion Gloucestershire to
co-produce some ReSPECT videos.

14
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What we have learnt, what we are doing and what we
can improve - where people are living in a supported
environment or a care home

The ICB and Gloucestershire County Council keeps
in contact with care homes and care providers in
Gloucestershire by sending a monthly newsletter and
having regular meetings to talk about the big issues.

The ICB and Gloucestershire County Council ensures
all care providers have the right skills and knowledge to
do their jobs. Care providers can access training from a
system called Learnpro.

Training Room

Gloucestershire has made and run the Oliver
McGowan Mandatory Training

Inclusion Gloucestershire have online easy-to-read
INCLUSION Coronavirus (COVID-19) information, in different

GlOUCESTERstE formats and languages.

To look at the information, visit this website:
https://www.inclusiongloucestershire.co.uk/covid-19/

Using technology to keep well.

People in Gloucestershire care homes tried using
technology to help manage their health needs, without
visiting the doctor. This is called Telehealth.

15
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Care Home staff keep being offered training on how to

know when a person is becoming unwell, using the
RESTORE?2 tools.

Gloucestershire’s Community Learning Disability
Teams (CLDT’s) have been trained to teach other
people about RESTOREZ2 tools.

a End of Life

» eqasy, ¢
read Easy read information about the ReSPECT process has
B N being co-produced with the national organisation

RESUS Council

Accessible videos about the ReSPECT process are

ReSPECT being made to tell more people about ReSPECT

[#]
-

Physical Health

L SRR~ NHS|

s, )

8 P R&S’Zf:ﬁ;m We have carried on telling people about the why it is
? ‘j. ? good to have an Annual Health Check. We have told
_ﬁ ] @ wor people why it helps to be on their GP’s Learning

Disability Register.

16
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g - We shared information about how to manage some
: complex bowel conditions. Using the Dying for a Poo
campaign developed by NHS England.

We carried on telling people about why reasonable
adjustments are important and why people should
use a My Health Passport.

g =

=
2
o

L g

o
Ml

There is now a My Health Passport that can be filled in
on the computer.

If someone has Speech and Language Therapy
Guidance in place the Health Passport can tell them
how to help with Dysphagia, this should be followed in
hospital too.

What people eat and how much they weigh should be
watched carefully and written down.

We have given people information about mouth care,
this includes how to look after your teeth.

Using the law

Sometimes an advocate helps a person make a
decision or helps them to understand why they have
made a choice. People’s lives have been better when
they have had an advocate to help with making
decisions.

17
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A list of things to talk about at a Best Interests meeting is
being made into a leaflet, so that everyone knows what the

— meeting is about.

WN =
RO

Hospitals

Referrals can be made by the disabilities commissioning
team to the COVID-19 Virtual Ward.

This means that more people with a Learning Disability
can be cared for where they normally live.

We carry on telling people why it is helpful to have a My
Health Passport that people can fill in themselves when

they are well.

The form can tell doctors and nurses about someone and
IS an important communication tool when going into

hospital.

Someone’s reasonable adjustments should be put on
their Summary Care Record. Ask your GP if your
reasonable adjustments are on your Summary Care

Record.
Q A guide has been written to help staff know how to help
people with a Learning Disability during COVID-109.
= i,

§ .59 L
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Part 5 — Conclusions and What is Recommended

Gloucestershire LeDeR has a 3-year plan to help
reduce health inequalities faced by people with a
Learning Disability or Autistic Adults.

This report covers the first year of the plan.

AR NN R

The first part of this Chapter will look at what we plan to
do next year.

Training

Look at the results of training called the Fundamentals
of Care (FoC) Learning Disability Pilot.

=) =

-

Make some resources about RESTORE 2.

Il &
7

Start running the National Oliver McGowan Training.

Look at the training about Annual Health Checks and
make it better.

Run sessions to tell different health professionals about

G‘ different things learnt from LeDeR.
o _.
L B
“l . -—
5' Y . Make sure training is the same for all healthcare
L e workers.
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Share learning from LeDeR across health, social care
and charities that help people with a Learning Disability
or who are autistic.

End of Life

LULL  pofPecT  Show people the coproduced films about the ReSPECT
I N process.

Keep on working with the ICB team that focuses on End
of Life. This is to make sure people with a Learning
Disability and Autistic Adults get personalised end of life
care.

Using the Law

Tell more people about the Mental Capacity Act and
the Best interest decision making process.

Use guidance and leaflets for best interest meetings in
Hospital.

Information should say how the law should be used,
what needs to be written down and how advocates can
help.

20
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Hospital Care

Keep on telling people about why it is good to have a
My Health Passport

We want to improve mouthcare and Dysphagia care in
care homes and hospitals.

We want to make sure people have the reasonable
adjustments they need if they stay in hospital due to
mental ill health.

Physical Healthcare

We will meet our target for Annual Health Checks
again. The target is for 75% of people on the Learning
Disability Register to have their Annual Health Check.

We will look at what stops Children and Young People
from having their Annual Health Check and being on
the Learning Disability Register.

We will keep making sure people get the reasonable
adjustments they need when having their vaccinations.

We will we keep telling people about learning using
- national healthcare campaigns.

21
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It is important a healthcare worker can spot someone is
becoming unwell or is in pain. We will do this by
promoting the RESTORE2 and RESTORE2 mini
documents and training

It is important a healthcare worker knows how a person
tells people things, so they can understand if they are
becoming unwell and need treatment.

We want to make sure carers in Gloucestershire
understand people’s health needs.

Conclusion

This report says what has happened with the LeDeR
programme from 15t April 2021 — 315 March 2022.

It shows we now have better ways we manage LeDeR.

The report shows that Gloucestershire has a good way
of reviewing deaths of people with a Learning Disability
and (from January 2022) autistic adults.

We have faced new challenges as we learn to live with
COVID-19.

22
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There are now fewer COVID-19 outbreaks and the
number of people with a Learning Disability in hospital
has gone down to how it was before COVID-19

Just under 9 out of 10 people’s care was rated good
enough or better than that.

Over three quarters of the people (one in four people)
on the GP Learning Disability register have had their
Annual Health Check. But we know we have more work
to do on ensuring everyone has a Health Check Action
Plan.

Over 90% of people over the age of 18, on their doctors
Learning Disability register, have had their COVID-19
vaccinations.

Since 2019, we have been working with Inclusion

N@[Lus @N Gloucestershire. This has been working very well.
GLOUGESTERSHIRE

Experts by Experience are involved in every part of the

Gloucestershire LeDeR programme to make sure the

voices of people with Learning Disabilities and Autistic
Plan Adults are heard.

All of the things that are recommended from the LeDeR
reviews will be looked at by the Quality Assurance
panel and put into a local action plan.
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The Local LeDeR Governance and Steering Group
will check that we are doing what we need to, to make
the plan happen.

Gloucestershire want to keep making the LeDeR
programme better!

We want to work more with family carers during the next
year and carers who support people from black and
minority ethnic communities.

Gloucestershire will keep listening and learning from the
LeDeR reviews, to make our health and social care
support better and reduce health inequalities.

This will make health and social care better and will
C‘" help stop people with Learning Disabilities and Autistic
" Adults dying too soon.

N@(Lus @[N] Created by Inclusion Gloucestershire
made with

GlOU@ES‘FERS“ RE using Photosymbols and Getty Images. photosymbols®
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The terms autism and autistic are used throughout this document since many individuals and their families prefer to be identified as autistic. However, there is no universally accepted terminology. Awareness of preferences is important when talking to individuals and their families and carers. It is also important to acknowledge that autistic individuals and their families may prefer words such as ‘condition’ instead of ‘disorder’, and ‘difference’ instead of ‘impairment’. 



Nonetheless, for the purposes of LeDeR review processes, official clinical terminology will be used to describe accurately the diagnosis that was recorded in clinical notes.

1. [bookmark: ExecSummary]EXECUTIVE SUMMARY

[image: ]

1.1. The new LeDeR National Policy[footnoteRef:1] published on 23rd March 2021 will give the local LeDeR programme opportunities to further strengthen the operational, governance and service improvements and extend this to autistic adults as well during the course of the coming three years. [1:  https://www.england.nhs.uk/publication/learning-from-lives-and-deaths-people-with-a-learning-disability-and-autistic-people-leder-policy-2021/] 




1.2. Gloucestershire ICS “One Gloucestershire” must systematically act upon findings in LeDeR reviews and improve the care provided by all services (not just Learning Disability specific services) to stop people dying prematurely and provide better quality services. 



1.3. NHS England and NHS Improvement will hold ICSs to account for the delivery of the actions identified in reviews as part of their assurance processes so that ICSs improve the ways that local health and care services meet the needs of people with a Learning Disability and autistic people. The LeDeR Programme is a Service Improvement Programme with aims;

· improve care, 

· reduce health inequalities and 

· prevent premature mortality of people with a Learning Disability and autistic people



1.4. The national policy outlines a number of changes to the existing LeDeR processes and by 1st April 2022 all changes in the policy must be implemented by Integrated Care Systems.



1.5. Any person with a Learning Disability, aged 4+ who dies and every adult (aged 18 and over) with a diagnosis of Autism is eligible for a LeDeR review.  NB the Child Death Review (CDR) process reviews the deaths of all children who are aged 4-17 years and the results are shared with the LeDeR programme.



1.6. New governance processes are required with ICSs now becoming responsible for the delivery of the LeDeR Programme, including undertaking reviews and the delivery of service improvements, Figure 1 provides an overview of the local process and Figure 2 Provides an overview of the local governance structure.



[bookmark: _Ref80979302]Figure 1 - The LeDeR Review process - an overview

[image: ]



[bookmark: _Ref80979547]

[bookmark: _Ref93921122]Figure 2 - Local LeDeR Governance Structure

[image: ]
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1.7. The Gloucestershire LeDeR Programme has an establish methodology for working in co-production with people with lived experience and this will continue to be a key aspect of the Quality Assurance and Governance Panels and the LeDeR Governance Steering Groups meetings going forward.  A new group will be established to take forward formally the learning into action.  There will be a commitment from the ICS to develop co-produced bulletins and learning case studies to share with health and social care professionals and subject specific learning webinars/conferneces will also be planned based on specific learning themes identified through the review process.



1.8. Reducing Health Inequalities[footnoteRef:2] is a key aspect of the local LeDeR Programme and based on learning themes to date Figure 3 demonstrates the core areas of work for service improvement over the coming three years[footnoteRef:3]. [2:  Definition of Health Inequalities is available on the NHS England website https://www.england.nhs.uk/ltphimenu/definitions-for-health-inequalities/ ]  [3:  Noting that depending on learning from new reviews additional themes may be added to this model] 




[bookmark: _Ref81578324]



Figure 3 - Learning into Action 3 Year Strategy
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2. [bookmark: Introduction]INTRODUCTION, BACKGROUND AND RATIONALE



2.1. The LeDeR programme was established in 2015 as a response to the recommendations from the Confidential Inquiry into premature deaths of people with learning disabilities (CIPOLD, 2013). CIPOLD reported that people with learning disabilities are three times more likely to die from causes of death that could have been avoided with good quality healthcare.  Gloucestershire have been at the forefront nationally of rolling this programme out, being a pilot site in 2017.  



2.2. The new LeDeR National Policy[footnoteRef:4] published on 23rd March 2021 will give the local LeDeR programme opportunities to further strengthen the operational, governance and service improvement programme and extend this to autistic people as well during the course of the coming three years. [4:  https://www.england.nhs.uk/publication/learning-from-lives-and-deaths-people-with-a-learning-disability-and-autistic-people-leder-policy-2021/] 




2.3. What is the purpose of LeDeR?

LeDeR is a service improvement programme which aims to improve care, reduce health inequalities and prevent premature mortality of people with a Learning Disability and autistic people by reviewing information about the health and social care support people received. It does this by:

· Delivering local service improvement, learning from LeDeR reviews about good quality care and areas requiring improvement. 

· Driving local service improvements based on themes emerging from LeDeR reviews at a regional and national level. 

· Influencing national service improvements via actions that respond to themes commonly arising from analysis of LeDeR reviews.



2.4. A LeDeR review is not a mortality review. It does not restrict itself to the last episode of care before the person’s death. Instead, it looks at key episodes of health and social care the person received that may have been relevant to their overall health outcomes. LeDeR reviews take account of any mortality review that may have taken place following a person’s death. LeDeR reviews are not investigations or part of a complaints process, and any serious concerns about the quality of care provided should be raised with the provider of that service directly or with the Care Quality Commission (CQC) via their online system.

2.5. Key implications and changes within the national policy: -

2.5.1. The LeDeR reviews will now include people (aged 18+) with an autism diagnosis (by without a learning disability) from January 2022.

2.5.2. The name will change to Learning From Lives And Deaths – People With A Learning Disability and autistic people, however the Acronym will remain as LeDeR.

2.5.3. A new streamlined review process and IT system (which will need to be implemented by local systems in line with the changes to the web-based platform went live on 1 June 2021).  

2.5.4. All reviewers must be employed on an NHS or Local Authority contract from 1st June 2021 and have access to appropriately encrypted ICT. Gloucestershire now has two band 7 senior reviewers and two band 6 reviewers employed on a bank contract who are independent.  They have all been supplied with CCG IT equipment to ensure appropriate information governance standards are met.  Clinical Supervision for these roles will be undertaken by the Quality Assurance Panel.  

2.5.5. The governance for the programme will remain with the LeDeR Steering group (Figure 2).  However, the review of individual cases will be delegated to the Quality Assurance panel and taking learnin into action will form part of a new group.

2.5.6. Changing how reviewers are trained by implementing a training and competency framework. This means they will be required to undertake regular CPD activity on top of their review work and the CCG will need to pay for this activity.

2.5.7. The Integrated Care System will take over responsibility from Clinical Commissioning Groups for making sure LeDeR Reviews are completed, and governance will need to reflect this. An update to this policy will be required when new ICS governance structures are known.

2.5.8. By 1 April 2022 all changes within this policy must be implemented by the Integrated Care System.  

 

2.6. Each local area has a designated ‘Local Area Contact’. Within Gloucestershire the Local Area Contact is employed by Gloucestershire County Council as part of its Joint Commissioning function. The role of the Local Area Contact is detailed within section 4. 



1. 

2. 

2.1 

2.2 

2.3 

2.4 

2.5 

2.6 

2.7 More information about the programme and the review process can be found at: https://leder.nhs.uk/about 






3. [bookmark: Purpose]PURPOSE, SCOPE, VISION, AIM AND OBJECTIVES



1. 

3.1 The purpose of this Framework is to detail how LeDeR programme is managed within Gloucestershire.



3.2 Scope

		[bookmark: _Hlk93922889][image: ]

		LeDeR stands for Learning From Lives And Deaths – People With A Learning Disability and autistic people
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		This is a national programme and everyone in England with a Learning Disability and Autistic Adults will have their death reviewed in the same way.
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		The reviews will look at everyone with a Learning Disability aged 4 years or older.



Those individuals with a learning disability under 4 years of age will be reviewed via Child death overview panel.



Every adult (aged 18+) with a confirmed diagnosis of Autism within clinical records will also be included within the LeDeR Programme from 2022.





		[image: ]

		In Gloucestershire reviewers will only be reviewing those who were registered with a Gloucestershire GP at the time of their death.





		

		Every death has a first check.  We call this an Initial Review.



Initial reviews will contain

· Demographic data

· Cause of death 

· Summary discussion with family/ carer or someone who knew the person well 

· Summary of discussion with the GP/ and or clinician involved in the care of the person who died 

· Pen portrait 

· Any long-term conditions linked to the cause of death.

· Whether or not the person had DNACPR in place, with paperwork correctly completed.



Using their professional judgement and the evidence available to them, the reviewer will determine where a focused review is required. 



The person’s family has the right to request a focused review. 



Focused reviews will also be completed for every person from a Black, Asian or Minority Ethnic background[footnoteRef:5]. [5:  We know that there is significant under reporting to LeDeR from Black, Asian and Minority Ethnic communities and that premature mortality in Black, Asian and Minority Ethnic communities is significantly increased from the national data gathered to date.  Therefore it is important that we review each of these deaths to understand better the health inequalities faced by each of these different groups and to help tackle inequalities identified.] 








3.3 Aim of LeDeR

LeDeR is a service improvement programme which aims to improve care, reduce health inequalities and prevent premature mortality of people with a learning disability and autistic people by reviewing information about the health and social care support people received. It does this by: 

· Delivering local service improvement, learning from LeDeR reviews about good quality care and areas requiring improvement. 

· Driving local service improvements based on themes emerging from LeDeR reviews at a regional and national level. 

· Influencing national service improvements via actions that respond to themes commonly arising from analysis of LeDeR reviews.



3.4 The national LeDeR programme was established to support local areas to review deaths of people with learning disabilities, and to use the lessons learned to make improvements to service provision. The LeDeR programme is not an investigation. If, during or after a review of a death, the Local Area Contact working with the LeDeR Quality Assurance and Governance Panel has concerns which have not or cannot be addressed within the scope of the LeDeR review process, the Local Area Contact will recommend to the appropriate organisations/bodies the need for a fuller investigation (e.g. Adult Safeguarding Review). 



3.5 The core principles and values of the LeDeR programme are: 

· LeDeR is a service improvement programme aimed at improving local services for people with a learning disability and autistic people, and reducing premature mortality. 

· We value the on-going contribution of people with a learning disability and autistic people and their families to all aspects of our work, and see this as central to the development and delivery of everything we do.

· LeDeR reviews will be conducted by dedicated reviewers working in multi-disciplinary teams with appropriate supervision and administrative support. 

· Reviews will be completed in as timely a way as possible so that where good practice is identified, or issues identified these can be shared and addressed as soon as possible. 

· We take a holistic perspective, looking at a person’s life as well as their death. 

· The key principles of communication, cooperation and independence will be upheld when working alongside other investigation or review processes. 

· The programme overall strives to ensure that reviews lead to reflective learning which will result in improved health and social care service delivery. 

· LeDeR reviews are not investigations.



3.6 The LeDeR programme works closely with other existing mortality review processes. More details regarding these interfaces can be found in the National Handbook[footnoteRef:6] (page 16) [6:  https://leder.nhs.uk/images/learning-docs/Training_handbook.pdf ] 




3.7 A wealth of information regarding the LeDeR programme can be found on the LeDeR programme website: https://leder.nhs.uk/about



3.8 This Framework does not seek to duplicate this information, but to: 

· detail the governance and operational arrangements specific to Gloucestershire 

· provide ‘signposting’ to existing LeDeR information. 



4. [bookmark: Roles]GOVERNANCE, ROLES AND RESPONSIBILITIES



4.1 NHS England and NHS Improvement

4.1.1 National LeDeR team The national LeDeR team is employed by NHS England and NHS Improvement. The team helps to support CCGs (and in future ICSs) to complete LeDeR reviews and use the information to change and improve the way they provide services in their local area. They also help local systems to learn from one another so that learning and good practice can be spread across the country.  They are responsible for making sure that there is an academic partner to support the programme and a web platform is commissioned to help reviewers complete reviews. (Further detail can be found in the National LeDeR Policy Page 34)

3. 

4. 

4.1. 

4.1.1. 

4.1.2. Regional coordinators There are 7 NHS England and NHS Improvement regional Learning Disability and autism programme teams across the country. A regional coordinator from each region sits in these teams and provides oversight for LeDeR. Regional coordinators provide operational support for local area contacts (LACs) and reviewer teams, and act as a point of escalation where issues cannot be resolved locally. Further detail can be found in the National LeDeR Policy Page 32)

4.1.3. Diagram 1 - National programme Structure
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4.2 ICB Responsible Directors 

Joint Director responsibility for the programme is held by Director of Nursing and Quality and Director of Integrated Commissioning hold Director-level responsibility for the LeDeR programme within Gloucestershire. The Directors assign the day-to-day operational management of the programme to the Local Area Contact.



The Directors have delegated the role of Chair of the Gloucestershire LeDeR Governance Steering group to the Clinical Commissioning Group Deputy Director of Nursing and Quality. 



4.3 [bookmark: _Ref35246374]Local Area Contact 

The Local Area Contact (LAC) is the link between local system and the regional and national LeDeR programme. There is an expectation that the LAC will be a member of the the South West regional operational Group and the South West Action from Learning Group. Further detail on the role of the LAC can be found in the National Policy page 24. In summary the LAC role is to work in partnership with the LeDeR programme team and is responsible for: 

· receiving notifications of deaths; 

· allocating cases to local reviewers; 

· providing advice and support for local reviewers as necessary; 

· monitoring the progress and completion of reviews to ensure that they are of a consistent standard and completed in a timely and comprehensive way; 

· organising and chairing the LeDeR Quality Assurance and Governance Panel; preparing papers and keeping a record of decisions and recommendations in agreement with the panel members..

· Signing off completed reviews on the national database

· Attending the quarterly LeDeR Governance and Steering Group; preparing papers and keeping a record of actions

· anonymising and collating learning points and recommendations through an action tracker and Learning into Action Subgroup.



4.4 Within Gloucestershire, the role of the Local Area Contact is held by the Outcome Manager: Learning Disabilities Health (Integrated Disabilities Commissioning). 



4.5 Local Reviewers 

Local Reviewers are responsible for undertaking robust and high quality reviews of the deaths of people with learning disabilities and autistic people (expected from Winter 2021) and are integral to the success of the Gloucestershire LeDeR programme. It is the responsibility of the reviewer to declare a conflict of interest in regard to cases they are reviewing to the LeDeR team.  Where reasonably practicable the LAC will not allocate a review to a local reviewer if they have been involved in that persons care. Further detail on the role of the reviewer can be found in the National Policy page 28.



An outline of what local reviewers are specifically looking into is outlined in Table 1 - what are Reviewers looking for?



[bookmark: _Ref35027990]Table 1 - what are Reviewers looking for?

		The person and /or their environment

[image: Care at home]

		People who live in unsuitable placements for their needs including the availability of appropriate communications facilities/channels to ensure the person has access to information/support appropriate for their foreseeable needs.



		

		Inadequate housing that places the person at risk of falls, accidental injury or isolation in their home.



		

		Key information provided by family members or other carers being ignored or concerns not taken seriously or low expectations of family members.



		

		Families not wanting or feeling able to challenge medical professionals’ authority and opinion.



		

		Any good practice that can be shared/disseminated wider



		The person’s care and its provision: 

[image: Quality care]

		The lack of provision of reasonable adjustments for a person to access services. 



		

		Lack of routine monitoring of a person’s health and individual specific risk factors.



		

		Lack of understanding of the health needs of people from minority ethnic groups. 



		

		Inadequate care. 



		

		Any good practice e.g. examples of reasonable adjustments that can be shared/disseminated wider



		The way services are organised and accessed: 

[image: People involved in my care v2]

		No designated care coordinator to take responsibility for sharing information across multi-agency teams, particularly important at times of change and transition. 



		

		Lack of understanding and/or recording of the Mental Capacity Act when making essential decisions about health care provision. 



		

		Inadequate provision of trained workers in supported living units. 



		

		Inadequate coverage of specialist advice and services, such as Speech and Language Therapy (SLT) or hospital Learning Disability liaison nurses. 



		

		Any good practice that can be shared/disseminated wider







4.6 Gloucestershire LeDeR Governance and Steering Group The full terms of reference can be found in Appendix 3



4.6.1 Purpose / role of the group 

		[bookmark: _Hlk83196182][image: Review Deaths Meeting]

		To guide the implementation of the programme of initial reviews and focussed reviews and wherever appropriate to work in partnership and collaboration with other agencies or bodies who may be involved in parallel work e.g. Safeguarding, coroners, Hospital learning from deaths etc



		[image: https://www.easyonthei-leeds.nhs.uk/wp-content/uploads/2019/08/better-care-V2.png]

		To support and ensure the quality assurance of the review of all deaths of people with learning disabilities and autistic people in Gloucestershire.



		[image: Review Deaths Meeting]

		Membership will be asked to participate in Quality Assurance & Governance panels. 



		[image: Report]

		To receive regular updates from the Local Area Contact about the progress and findings of reviews.



		[image: Report]

		To approve and publish an annual report of reviews in Gloucestershire and actions taken.



		[image: Research v3]

		To help interpret and analyse the data submitted from local reviews, including areas of good practice in preventing premature mortality, reducing health inequalities, and areas where improvements in practice could be made.



		[image: Checklist]

		To monitor the action plans that are developed by the LeDeR Learning into Action Group, and take, guide or escalate appropriate action as a result of such information.



		[image: https://www.easyonthei-leeds.nhs.uk/wp-content/uploads/2019/08/confidential-V2.png]

[image: https://www.easyonthei-leeds.nhs.uk/wp-content/uploads/2019/08/data-protection.png]

		To ensure agreed protocols are in place for information sharing, accessing case records and keeping content confidential and secure.



		[image: Quality care]

		To undertake a quality assurance role in respect of: 

· the role of the reviewer/s and LAC 

· the quality of reviews 

· Learning into action

· Annual Reports



		[image: https://www.easyonthei-leeds.nhs.uk/wp-content/uploads/2019/04/partnership-working.png]

		Membership of the group will also consist of Learning from Deaths leads (or representatives) from each of the provider Trusts (GHC Mortality Group, GHT SJR Group) and will formally report into the Quality Surveillance Group any themes in relation to the health care of those with a Learning Disability or Autistic People.










4.6.2 Diagram 2- Gloucestershire LeDeR Governance Structure
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4.7 LeDeR Quality Assurance Panel The full terms of reference can be found in Appendix 4



4.7.1 Purpose / role of the group 



		[image: Interview Panel]

		Is a group of Experts-by-Experience that look at how good each review is. They give ideas of what can be done better.

 

Experts-by-experience are people that have personal experience of a disability or caring for someone who does.



Experts-by-profession are people from across health and social care who have knowledge, skills and expertise on caring for people with a learning disability or autistic person.   





		[image: Quality Checker 1]

		The panel will look at:

· What the reviewer has said in an initial review 

· How good the initial review is and making sure something is done to make things better.  Recommend if a focussed review needs to be undertaken to find out more information.

· Think about what changes need to happen.  We call this learning into action.

· Make recommendations for improvements to be captured in the learning into action tracker.



		[image: Data Analysis]

		To work out what the information from the reviews mean. 



This could be something good, helping to stop someone dying too early. 



It could be something that could be made better. 





		[image: Safeguarding Alert]

		Cases will be given to Safeguarding if the group feels it is needed. 



		[image: Review Deaths Meeting]

		A mark between 1 – 6 is given to how good the care is. 



6 being the best and 1 the worst. 



		[image: Review Deaths Meeting]

		When a review has been looked at, the person who leads on LeDeR in Gloucestershire (this person is called the Local Area Contact or LAC), does the following: 

· Fills in the Gloucestershire LeDeR checklist (Appendix 1) noting good practice and learning points.

· Tells the reviewer that… 

1. the review has been closed. 

 Or… 

2. Asks the reviewer to make changes or get more information or undertake a focussed review.  

· Asks the reviewer to tell everyone who they spoke with about the review. 

· Share learning with the LeDeR Learning into Action Group.  

· Share the Learning on a page (if we have consent to share) with a wider group of people to share the learning.







4.7.2 Reviewers will be asked to grade the care the person received at the end of a focused review (cases which only receive an initial review will not be graded). Care is graded on two elements of the health and social care the person received: 

1. Quality of care the person received 

2. Availability and effectiveness of services the person Care is graded on a scale of 1-6 where 1 represents poor care and 6 represents excellent care. 



The scales on which care is graded can be found in Table 2[footnoteRef:7]. The system may suggest a grade for a review based on the answers a reviewer has given to previous questions (for example, where the reviewer has indicated that there were gaps in service provision or NICE guidance was not followed the system will suggest that the review is graded as a 3). The reviewer can change the suggested grade and add an explanation as to why they have changed it. When a review is graded 1 or 2, it is important for the reviewer to think about potential safeguarding and serious incidents and speak with the local area contact.   [7:  Please note that this is different to how LeDeR previously graded care.] 




[bookmark: _Ref81581615][bookmark: _Ref81581599]





Table 2 - National LeDeR Scoring System
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5. [bookmark: Definition]DEFINITION 



6. 

4.1 This policy and supporting procedural document is a ‘framework’ as it is a broad overview which supports a particular approach to a specific objective. 



4.2 The LeDeR programme uses the following definition of a Learning Disability: 



Individuals with a Learning Disability (internationally referred to as individuals with an intellectual disability) are those who have: 

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

· a significantly reduced ability to cope independently (impaired adaptive and/or social functioning) and: 

· which is apparent before adulthood is reached and has a lasting effect on development. 



Learning Disability is different from a specific learning difficulty (such as dyslexia), or autism or a mental health condition. Some people have all of these and also have a Learning Disability. A person does not necessarily need to have been on a locally held Learning Disability register (also sometimes called a GP quality outcomes framework [QoF] register) to be eligible for a LeDeR review. 



4.3 For an autistic person[footnoteRef:8] to be eligible for a LeDeR review, they must have had a confirmed diagnosis of autism recorded in their clinical records[footnoteRef:9] prior to their death. [8:  Autism is described in the diagnostic manuals used for clinical and research purposes. These manuals are the: Diagnostic and Statistical Manual of Mental Disorders (DSM) https://www.psychiatry.org/psychiatrists/practice/dsm  and  International Classification of Mental and Behavioural Disorders (ICD) https://www.who.int/standards/classifications/classification-of-diseases   ]  [9:  A diagnosis of Autistic Spectrum Disorder or past diagnostic term, for example, autistic disorder should be recorded in clinical notes and NHS systems, such as RIO, System One or EMIS. 
] 


4.3.1 For an autistic individual to be eligible for a LeDeR review, they must have had a confirmed diagnosis of autism recorded (any of the terms as outlined in DSM or ICD) in their clinical records prior to their death. 

4.3.2 LeDeR does not include those who self-identify as autistic but have not sought or not received a clinical diagnosis from a qualified health professional. 

4.3.3 LeDeR does not include individuals who have been referred for a clinical assessment of autism, but who have died prior to the assessment having been carried out or completed. This is because the autism diagnosis will not have been confirmed. Whilst the needs and difficulties leading them to a referral are not to be dismissed, these individuals nonetheless currently do not fall within the scope of the review. 



5. 

6. 

7. [bookmark: PolicyDetails]POLICY DETAILS 

The process from notification to submitting to the national programme is outlined in Diagram 3. A full process pathway is available in Appendix 2





Diagram 3 - The LeDeR process
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5.1 There is a wealth of information regarding the LeDeR programme on the LeDeR programme website. Some of the key information is summarised below:



5.1.1 Notifying LeDeR of a death Anyone can notify LeDeR of a death, including people with learning disabilities themselves, family members, friends and paid staff. Notifications can be made online via this link https://leder.nhs.uk/report   or by calling 01278 727411. 



5.1.2 Information for families and carers Key to the review process is the involvement of family members and/or carers to find out more about the life and the circumstances leading up to the death of their relative or friend. The information available to family and carers can be viewed via this link; https://leder.nhs.uk/about/working-with-families 



5.1.3 Information for local reviewers about how to undertake an initial and focussed review can be found here: https://leder.nhs.uk/images/learning-docs/Training_handbook.pdf 



5.1.4 [bookmark: _Ref35246442]Links with other mortality review processes

The LeDeR review is a service improvement programme and not a statutory process and its purpose is not to hold any individual or organisation to account. Other processes exist for that, including safeguarding, criminal proceedings, disciplinary procedures, employment law and systems of service and professional regulation. It is vital, if individuals and organisations are to be able to learn lessons from the past, that reviews are trusted and safe experiences that encourage honesty, transparency and sharing of information to obtain maximum benefit from them. 



In order to do this in a timely manner, to avoid duplication and to ensure there is no additional distress to the relatives of the individual, reviewers need to be clear where and how the LeDeR process links with other reviews or investigation processes. 



Other investigations or reviews may include, for example: 

 Serious Case Reviews (SCRs); 

 Safeguarding Adult Reviews (SARs); 

 Safeguarding Adults Enquiries (Section 42 Care Act); 

 Domestic Homicide Reviews (DHRs); 

 Mental Health Homicide Reviews (MHRs); 

 Serious Incident Reviews; 

 Coroners’ investigations; 

 Child Death Reviews (CDOP). 

 An organisation’s internal Root Cause Analysis investigations 



Information for reviewers on working with other investigation and review processes is available within the Reviewer Training Handbook (page 16): https://leder.nhs.uk/images/learning-docs/Training_handbook.pdf  



This LeDeR paper outlines the remit of other review or investigation processes and provides guidance to the local LeDeR programme as to the process to follow. In all cases, the key principles of communication, cooperation and independence should be adhered to.



5.2 Reporting 

5.2.1 Reporting to NHS England The Local Area Contact is required to submit a quarterly report to NHS England and NHS Improvement detailing the progress against Key Performance Indicators and learning into action. 

5.2.2 Reporting within Gloucestershire The Local Area Contact will produce a quarterly report for the Local LeDeR Governance and Steering Group which will be escalated to the Quality and Governance Committee, detailing the progress of the programme and key learning. The Quality and Governance Committee reports to Governing Body. 



Members of the steering group are able to use this report for their own assurance and for the organisations they represent. 



The Steering group will prepare an annual report for Health and Wellbeing Board every 12 months which will provide the key learning outcomes from the past 12 months and learning into action plan for the coming 12 months.



5.2.3 The NHS Operational Planning and Contracting Guidance requires a local annual report to be submitted to the appropriate board/committee for all statutory partners, demonstrating actions taken and outcomes from LeDeR reviews. Gloucestershire will produce this report will be produced by July of each year for approval by the Steering group and Quality & Governance committee.  The report will aim to be published on the CCG Publications pages of the public facing website no later than September of each year. These reports can be accessed via this link: https://www.inclusiongloucestershire.co.uk/engagement/leder/ 



5.3 Future plans Since 2018/19, the focus for the Local Area Contact was to imbed the agreed local LeDeR governance structure and processes for managing the LeDeR workload and to manage the backlog of reviews as well as actively recruiting new reviewers.



5.3.1 The summary of development focus for the programme until 2024 is shown in Figure 4.  Further details can be found in Table 4 and Table 5.  This is a 3 year plan which represents a “road map” for where we want to focus our efforts.  This plan does not provide the details of every “turn” in the road, or given a detailed instruction on how we will get there.  This is because the health and care landscape across Gloucestershire is changing and developing all of the time, all partner organisations are different and will have their own particular challenges and ways of working.  This plan is therefore not overly prescriptive, but as a partnership this provides a vision of where we want to go together.  The programme will explore creative and innovative ways to deliver on this priorities, and supporting providers to deliver change.

[bookmark: _Ref81582259]Figure 4 - Three Year LeDeR strategy themes
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Table 3 - Learning into action enablers   

		Locally accessible information available on the programme

		· A dedicated LeDeR page is to be maintained. A link to this Framework, annual reports and Learning into Action and easy read information about LeDeR, will be available on this web page. 



		Learning into Action

		· Establishment of a group with clinical input.

· Production of monthly Learning into Action Bulletins for wider stakeholder group

· Production of quarterly targeted Health and Social care “feedback on a page” documents to aid professional specific learning.

· Themed webinars to share learning



		Advocacy, user/carer involvement and Co-production

		· Established strong links with a local User Led organisation to ensure co-production is at the heart of the local programme, and experts by experience contribute to the action from learning.

· Further develop the local processes in relation to stronger user/carer involvement in the programme for underrepresented minority groups e.g. ethnicity or LGBQT+.



		Benchmarking and sharing of good practice

		· South West LeDeR Operational Group

· South West Health Inequalities Group

· NHS Futures Website



		Established links with Quality, Safeguarding, nursing and system clinical leadership across ICB

		· Programme reports to Quality and Governance Committee

· Regular updates to Quality Surveillance Group

· Regular updates to Adults Safeguarding Board

· Established links with NHS Providers within the programme









[bookmark: _Ref93934495]Table 4 - 3-Year LeDeR Governance Plan



		Statement​

		Deliverables​

		Method of Measurement​

		Frequency of collection​

		Date of Delivery ​



		A three-year LeDeR strategy demonstrating how the CCG/ICB will act strategically to tackle those areas identified in aggregated and systematic analysis of LeDeR reviews and national findings including how the ICB will reduce the health inequalities faced by people from Black, Asian and Minority Ethnic communities who live locally who have a learning disability​

		Three-year strategy shared with NHS England and NHS Improvement’s Regional Team and updated annually in June each year. Strategy contains section on issues faced by people with learning disability from Black, Asian and Minority Ethnic backgrounds who have a learning disability. ​

		Documents approved within ICB governance and available as stated and shared with NHS England and NHS Improvement regional teams​

		3 yearly

		Achieved



		Clear and effective governance in place which includes LeDeR governance within mainstream CCG/ICB quality surveillance and governance arrangements.   

		LeDeR actions reported on as part of routine quality assurance of the CCG/ICB and to the NHS England and NHS Improvement regional team. ​

		Minutes of quarterly meeting of ICB LeDeR governance & Steering group meeting. ​

Quarterly Highlight report

		Quarterly

		Achieved



		Clear strategy for meaningful involvement of people with lived experience in LeDeR governance​

		Evidence of meaningful engagement of people with lived experience in local governance group and Quality Assurance Panel by November 2020 which engages autistic people who have a learning disability proportionately to the number of notifications received locally for each group​

		Quality Assurance Panel Checklists.

Learning into action newsletters

Annual Report

		Quarterly

		Achieved



		The CCG/ICB will demonstrate how they are narrowing the gap in health inequalities and premature mortality for those who have a learning disability and autistic adults in Gloucestershire.

		Locally determined targets agreed with NHS England and NHS Improvement regional teams to include measures around: 

· A reduction in the repetition of recurrent themes found in LeDeR reviews in Gloucestershire. 

· Reduced levels of concern and areas for improvement – utilsiing the grading of care for reviews as an indiciator.

· Reduced frequency of deaths that were potentially avoidable or amenable to good quality healthcare​

		Agreed with NHS England and NHS Improvement regional teams. Through LeDeR reporting and analysis of reports ​

Annual reports

Learning into Action Tracker



		Annually​

		Achieved 



		CCG/ICB should have a clear plan in place and agreed by March 2022, for the new quality assurance structures and processes which will be implemented for LeDeR and fully operational from 1 April 2022. ​

​

		​Development of Gloucestershire LeDeR Quality Assurance Framework

		Gloucestershire LeDeR Framework

Gloucestershire Quality Assurance Checklists

Learning into Action tracker

Learning into Action Newsletter

		Framework reviewed yearly

		Achieved












[bookmark: _Ref93934496]Table 5 - 3 year “Learning into Action” strategy action plan

		LeDeR Thematic Area

		LDA Programme Area

		Year 1

		Year 2

		Year 3



		Training Gaps

		Improving Quality of Services

		· Complete Training gaps analysis with providers

· Fundamentals of Care (FoC) LD Pilot

· AHSN RESTORE2 Mini train the training sessions

· We will develop and embed increased knowledge and understanding of best practice in primary care networks

		· Evaluate FoC LD Pilot and business case for continued funding

· RESTORE2 Mini local training resources developed

· Implement Oliver McGowan Mandatory Training

· LD AHC Training offer reviewed and gaps identified with solutions to address

· Implement LeDeR Action learning sets with specific learning for different professional groups initial stakeholders inc GPs, Hospital staff, Social Care, Care Providers

· Work with Primary Care Training Hub to standardise the offer for primary care staff.

· Continue to promote system learning to ensure all learning from death and examples of best practice are shared across the health, social care and third sector services, rather than  sitting in silos

		· Implement recommendations from FoC Evaluation

· Address any training gaps identified through the LeDeR Reviews over the last 1-2 years.



		Use of technology

		Improving Quality of Services

		· Evaluate Telehealth/Bayswater pilot with AHSN

· Implement regular electronic LeDeR Newsletters

		· Further Development and refinement of a local Information dashboard utilising Power BI to inform local health inequalities.

		· Reasonable adjustments digital flag in summary care records rolled out for people with LD and Autistic Adults.

· Scope with other regions any new innovative technology.



		End of life and Advance Care Planning (ReSPECT)

		Reducing Health Inequalities

		· Work with End of Life Clinical programme and RESUS Council to develop easy read resources

		· A range of co-produced film RESPECT2 accessible films will be developed and shared.

· Continued engagement with the ICS End of Life Clinical Programme to ensure reasonable adjustments and personalised end of life care for people with a learning disability and autistic adults.

		· Continued engagement with the ICS End of Life Clinical Programme to ensure reasonable adjustments and personalised end of life care for people with a learning disability and autistic adults.



		Legal Frameworks 

		Improving Quality of Services

		· To increase knowledge, appropriate use and improved recording of Mental Capacity Act (MCA) and Best Interest (BI) decisions within primary care and acute care.

· Guidance written to ensure consistent approach to BI meetings in Acute Care.

		· To continue to support and promote the appropriate use and recording of MCA/BI/Use of advocates.  

· Consider impact of implementing LPS.

· Implement Hospital BU Meeting guidance and leaflets.

		· To continue to support and promote the appropriate use and recording of MCA/BI/Use of advocates.  





		Hospital Care (reasonable adjustments and communications)

		Reducing Health Inequalities

		· Amend the Health (hospital) passport to be editable and easy read in co-production.

· Focus on Oral Health care and dysphasia within hospital settings

· Develop easy one page checklist for supporting people with LD and Autism during covid-19 times.

		· Continue to promote the use of the passport with hospital colleagues

· Focus on Oral Health care and dysphasia within hospital settings.

· Continue to work with colleague in Mental Health Inpatient settings to ensure all reasonable adjustments are put in place to ensure equitable health outcomes



		· Continued engagement with the LDA Clinical Programme  to ensure reasonable adjustments and personalised care for people with a learning disability and autistic adults when going into hospital are and address any gaps identified through reviews.



		Physical Health Care

		Improving Quality of Services & Reducing Health Inequalities

		· Continue to meet LD AHC 75% target and make better use of the health check action plan

· Exemplar project LD AHC commenced

· Raise awareness of national campaigns such as Mouthcare Matters, dysphagia and Dying for a Poo.

· Development of a CCG/ICB Clinical Champion for LDA.

· Establish links with Social prescribers

		· We will work to continue to meet the 75% target, and improve the quality and effectiveness of annual health checks, and access to screening services.

· LD AHC children and young people deep dive of barriers and co-produce solutions to overcome barriers.

· Continue to support reasonable adjustments for people to access flu and covid-19 vaccinations.

· Continue to engage and influence national campaigns around physical healthcare for people with a learning disability or Autistic adults.

· We will work to improve the regognition and management of pain – by recognising soft signs of deterioration, to understand when indiviudals are distressed, in pain or poorly and how they communicate in order to take prompt clinical action.

· Embed CCG/ICB Clinical Champion in learning into action work.

· Partnership with social prescibers established and support provided to improve their competency to support the LDA programme and learning into action.

· Improve the understanding and awareness of additional health needs in our community care providers

		· Continue to promote RESTORE2 and RESTORE2 mini across Gloucestershire

· Continue to embed the role of Social prescribers to support people with a learning disability and autistic adults.











8. [bookmark: Consultation]CONSULTATION 



9. 

This Framework has been subject to consultation and has been reviewed (and commented upon where necessary) by: 

· Members of the Gloucestershire LeDeR Quality Assurance Panel

· Members of the Gloucestershire LeDeR Governance Steering Group 

· Members of the Gloucestershire Learning Disabilities and Autism Clinical Programme Board

· All Gloucestershire LeDeR Local Reviewers; 

· Named GP Clinical Lead for Learning Disabilities Gloucestershire ICB ; 

· Integrated Learning Disability commissioners, NHS Gloucestershire ICB

· Gloucestershire CCG Core Group

· Inclusion Gloucestershire (user led organisation for people with disabilities)

· ICB Governance and Quality Committee 



7. [bookmark: Audience]TARGET AUDIENCE 	

 

7.1 This framework is for:

· Members of the Gloucestershire LeDeR Quality Assurance Panel

· Gloucestershire LeDeR Governance Steering Group

· Gloucestershire LeDeR Quality Assurance and Governance Panel

· Gloucestershire Learning Disabilities and Autism Clinical Programme Board

· Gloucestershire Learning Disabilities Partnership Board

· ICB Quality and Governance Committee

· Experts-by-Experience (people with a Learning Disability, family or carers)

· User led organisations supporting people with learning disabilities

· To provide assurance to the ICB

· To provide assurance to NHS England.



8. [bookmark: Communication]COMMUNICATION



		Internal Intranet

		ICB Internet Website

		Communications Bulletin

		External Stakeholders



		

		

		

		









9. [bookmark: Training]TRAINING 



10. 

9.1 The Local Area Contact and Secondary Local Area Contact and Reviewers have received training from NHS England on the requirements and responsibilities of their role. 



9.2 To undertake LeDeR reviews and become a ‘Local Reviewer’, specific online training, accessed via this link: https://leder.nhs.uk/review/review-resources/e-learning   (with supported local face-to-face “buddy” training as required) must be completed. Once this training has been completed, the individual will be given access to the LeDeR programme database through which reviews are managed. 



9.3 No other LeDeR-specific training requirements have been identified at this time, however work is on-going within the national programme to develop CPD training modules for reviewers. 



9.4 Reviewers are offered peer support supervision utilising the Quality Assurance Panel.  They each receive management supervision from the Local Area Contact.



10. [bookmark: References]REFERENCES 



11. 

		LeDeR National Policy

		https://www.england.nhs.uk/wp-content/uploads/2021/03/B0428-LeDeR-policy-2021.pdf 



		LeDeR programme website 

		https://leder.nhs.uk/about 



		National LeDeR Reviewer Handbook

		https://leder.nhs.uk/images/learning-docs/Training_handbook.pdf  



		National LeDeR Training

		https://leder.nhs.uk/review/review-resources/e-learning   
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Appendix 1: Equality and Engagement Impact Assessment 



Please refer to the Guidance for Completion of the Equality and Engagement Impact Assessment.  If you require any assistance in completing this form please contact the Patient Engagement and Experience team.  



		Title of service, policy or programme:

		Learning Disabilities and Autism Review (LeDeR) Policy Framework and 3 year strategy



		Name and job title involved in the completion of this assessment:

		Outcome Manager Integrated Disabilities Commissioning

Head of Integrated Commissioning Learning Disabilities and Physical Disabilities

Deputy Director of Nursing and Quality



		Date of this assessment:

(It is good practice to undertake an assessment at each stage of the project)

		January 2022



		Stage of service, policy or programme change       

(earlier versions of this impact assessment should be included in your submission)  

		Development     ☐  

		Implementation   ☐           

		Evaluation/review             









		1. Outline



		Give a brief summary of your policy, service or programme.  Include reference to the following: 

Is this a new or existing policy, service or programme? 

If it is not new, detail any proposals for change.  

		The policy sets out how, as a commissioning organisation, Gloucestershire Clinical Commissioning Group (and One Gloucestershire ICS) will fulfil its statutory duties and responsibilities for the delivery over the next three years of the service improvement programme LeDeR[footnoteRef:10]. The Policy operates in the context of all commissioned services for the population of Gloucestershire both within its own organisation and across the local health and social care economy via its integrated commissioning arrangements. [10:  https://www.england.nhs.uk/publication/learning-from-lives-and-deaths-people-with-a-learning-disability-and-autistic-people-leder-policy-2021/] 




The NHS Long Term Plan[footnoteRef:11] aims to improve the health of people with Learning Disability by making sure they receive timely and appropriate health checks, it also wants to improve the level of awareness and understanding across the NHS of how best to support people with Learning Disabilities to ensure equitable outcomes as patients, and reduce health inequalities faced by this disadvantaged group.  During the course of 2022 the programme will also be extended to health inequalities faced by autistic adults as well. [11:  https://www.longtermplan.nhs.uk/areas-of-work/learning-disability-autism/  
] 




The national LeDeR policy was reviewed and published in March 2021, following the end of the University of Bristol contract.  This amended policy it sets out the NHS core aims and values of the LeDeR programme and the expectations placed on different parts of the health and social care system in delivering the programme from June 2021. The change in the national policy has necessitated a local change to reflect the operational amendments to local delivery and governance, and this updated local policy therefore replaces policy 100 v1 which was published in 2019.





		What aims/outcomes do you want to achieve?

		NHS England and NHS Improvement will hold ICSs to account for the delivery of the actions identified in LeDeR reviews as part of their assurance processes so that ICSs improve the ways that local health and care services meet the needs of people with a Learning Disability and autistic people. 



The LeDeR Programme is a Service Improvement Programme with aims;

1. improve care, 

2. reduce health inequalities and 

3. prevent premature mortality of people with a Learning Disability and autistic people





		Give details of any evidence, data or research used to support your work. Consider the following: 

Health Needs Assessment

JSNA/Inform data

National/regional data

Patient experience data

 

		Public Health England have produced a series of guidance sharing information, ideas and good practice in making reasonable adjustments for people with learning disabilities in specific health service areas[footnoteRef:12].  [12:  https://www.gov.uk/government/collections/reasonable-adjustments-for-people-with-a-learning-disability ] 




1. Public Health England report that[footnoteRef:13]:  [13:  https://fingertips.phe.org.uk/profile/learning-disabilities ] 


· people with learning disabilities have higher rates of hospital episodes than other people and longer stays, 

· they occupy disproportionately more bed days than average for their numbers, 

· these are focussed in some specific clinical specialties (medicine, paediatrics, dentistry), 

· a higher than average proportion of admissions for people with learning disabilities start as unplanned emergencies, 

· a higher than average proportion are emergency admissions for conditions which should be avoidable with good personal and primary care. 



2. National LeDeR Annual reports[footnoteRef:14] [14:  When reading the findings of the 2020 LeDeR national annual report it should be kept in mind that the LeDeR programme is not mandatory so does not have complete coverage of all deaths of people with learning disabilities, that some data is missing, particularly data relating to children, and that numbers in some subcategories are small so must be interpreted with caution. Findings must be considered indicative rather than conclusive.] 


A total of 9,110 deaths of people with learning disabilities (622 deaths of children; 8,488 deaths of adults) occurring between 1st Jan 2018 and 31st December 2020 were notified to the LeDeR programme.



Between 2018–2020 the number of deaths fluctuated between 200-300 each month with a larger number of deaths reported during winter months. There was a significant increase in the number of deaths at the peak of the COVID-19 pandemic from March – May 2020.



Overall, males accounted for 57% of deaths. Among adults, there was little variation in this across the three years (2018, 2019, 2020). For children, the proportion of males ranged from 54% in 2018 to 61% in 2020. 



A large majority of adults with learning disabilities were of white British ethnicity (91% of those who died in 2018; 90% in 2019; 89% in 2020) but this was the case for a smaller proportion of children (59% of those who died in 2018; 59% in 2019; 54% in 2020). The number of deaths of people from different minority ethnic groups is too small for analysis by individual ethnicities and data is therefore less robust. Fewer than 5% of adults who died were of Asian/Asian British ethnicity (3% of those who died in 2018; 3% in 2019; 4% in 2020), but this was the case for a quarter of children (26% of those who died in 2018; 22% in 2019; 25% in 2020).



A much smaller proportion of adults with learning disabilities had profound and multiple learning disabilities (9% of those who died in 2018; 8% in 2019; 7% in 2020) than children with learning disabilities (47% of those who died from 2018-2020 combined), although there is a substantial amount of missing data for children in this respect. The median age at death has increased by one year for deaths occurring between 2018 and 2020. In 2019, the majority (85%) of people in the UK population died aged 65 and over. The corresponding proportion of people with learning disabilities from 2018-2019 was 38%. The lowest median age at death of adults, at 33 years, was for males from minority ethnic groups and with severe, profound and multiple learning disabilities. Their median age at death had increased from 30 years in 2018 to 32 years in 2019 and 42 years in 2020.



3. Local Information

Based on the ‘Gloucestershire learning disabilities and autism joint strategic needs assessment’[footnoteRef:15] there are estimated to be in the region of 11 thousand adults in Gloucestershire with a Learning Disability, 2,412 of which will have a moderate or severe Learning Disability and 2816 will be aged 65 years or over.  [15:  https://inform.gloucestershire.gov.uk/media/2112214/your-voice-matters-report-final.pdf ] 




3353 people were identified as having a Learning Disability on their primary care record in 2018 (0.6% of the general population). In 2020, this had increased to 4167 (of which 3803 are over 14 and eligible for an annual health check). 



Approximately 4,918 adults in Gloucestershire are predicted to have autism in Gloucestershire. This is expected to rise in 2035 to 5,560 (13% increase). A quarter of this population are predicted to be aged 65 years or older. 1850 are known to primary care.



The LeDeR programme was established in 2015 as a response to the recommendations from the Confidential Inquiry into premature deaths of people with learning disabilities (CIPOLD, 2013). CIPOLD reported that people with learning disabilities are three times more likely to die from causes of death that could have been avoided with good quality healthcare.  Gloucestershire have been at the forefront nationally of rolling this programme out, being a pilot site in 2017.  All of the previous local annual reports can be found on Inclusion Gloucestershire (The local Co-production Partner for LeDeR programme) website[footnoteRef:16].  [16:  https://www.inclusiongloucestershire.co.uk/engagement/leder/ ] 












		2. Engagement 



		What relevant patient experience data/feedback is already available? 

Include information from any relevant national/regional patient groups, eg. Healthwatch, national surveys

 

		Within the governance arrangements for the local programme there are Experts-by-Experience, carers and a user led organisation (Inclusion Gloucestershire).  They have been actively involved in developing the local processes and framework policy since the amended National Policy was published in march 2021.



The format for the reviews triangulates feedback on a persons life and death from family, carers and clinicians.  These sources of information is then collated by the LeDeR Reviewers and included in the national review documentation which is considered by the local Quality Assurance and Governance Panel.  Additional local themes are analysed by the panel and learning into action is taken forward by the learning into action group.



Learning from reviews is shared by a variety of media including 1) Website 2) Bi monthly Newsletter 3) Social Media  4) Annual Reports 5) Other learning resources which is shared by Inclusion Gloucestershire.  The learning is presented to the wider Clinical programme, Partnership Boards and Health Action Groups as well as being collated annually in a annual report that is signed off by the Quality and Governance Committee.  In future this annual report will also be presented to the Health and Wellbeing Board. 



		How have patients, carers and families, staff been involved in shaping your proposals. 

If your policy/programme is currently being developed, please explain any further plans for engagement and/or consultation. 

(*Plans for additional engagement should also be included in the Section 5: Action Plan below) 

		The Local programme is co-produced with all stakeholders including (but not limited to);

· Experts-by-Experience with learning disabilities and autism

· User led voluntary organisation which seeks out views of the wider patient population

· Carers

· Clinicians

· Quality colleagues

· Safeguarding Board members

· Learning Disability partnership board.



		If your plans/policies are implemented please explain: 



		Any impact on the way in which services are delivered? 

E.g. Change in location, frequency of appointments.

		At the time of writing this EIA, there is no anticipated adverse impact in the change of how LeDeR is delivered by introducing this new policy. However, this will be reviewed yearly to address any emerging new impacts once the full policy has been implemented locally.



		Any impact on the range of health services available?





		This policy is about reviewing deaths of people with a Learning Disability and autistic adults and the health inequalities faced by them across the One Gloucestershire system.  Clearly any service improvement to enable this group of vulnerable individuals to access health and social care services will ultimately reap benefits for the wider system in terms of accessibility, reasonable adjustments and consistent use of legislation such as Mental Capacity. This EIA will be reviewed on a yearly basis in order to review the interdependent links to wider health and social care services delivery.



		Have you considered whether any change could be considered significant variation?   If yes, formal public consultation will be required (See Guidance or ask your Engagement Team for advice).

		As above.  Not considered significant variation.  Consultation and public engagement on the national policy has been undertaken by NHS England and NHS Improvement before publication.











		
3. Equality considerations

This is the core of the Equality Impact Analysis; what information do you have considering any potential or existing impact on protected groups, as defined by the Equality Act 2010.  Consideration should also be given regarding wider inequalities that people may experience because of social, domestic, environmental and economic circumstances, eg. Unpaid carers, rural isolation, areas of deprivation.    If your proposals contain more than one solution for service delivery, you should consider the potential impact for each of the solution in this section.



		 



(Please complete

each area[footnoteRef:17]) [17:  Positive Impact: will actively promote the values of the CCG and ensure equity of access to services; 	
   Neutral Impact: where there are no notable consequences for any group;
   Negative Impact: negative or adverse impact for any group. If such an impact is identified, you should ensure, that as far as possible, it is eliminated, minimised or counter balanced by other measures.] 


		What key impact have you identified at this stage?

		Explain any positive or negative impact below. What action, if any, has been taken to address these issues?



		Further action required?

(*Include details in Section 5: Action Plan below)



		

		

Positive

Impact 

		

Neutral

impact

		

Negative

Impact

		

		



		Age



		☐

		

		☐

		The policy applies to all people over the age of 4 with a learning disability (separate process exists for reviewing child deaths) and for all autistic adults over 18.  This criteria has been set by the national programme and we are unable to change.

		



		Disability



		

		☐

		☐

		The overall aim of the Learning Disabilities Mortality Review (LeDeR) programme is to drive improvement in the quality of health and social care service delivery and to help reduce premature mortality and health inequalities.

		



		Gender reassignment

		☐

		

		☐

		The policy applies to all people and therefore is consistent in its approach regardless of gender.

		



		Marriage and civil partnership

		☐

		

		☐

		This policy is consistent in its approach regardless of marriage or civil partnership status.

		



		Pregnancy and maternity 

		☐

		

		☐

		This policy is consistent in its approach regardless of pregnancy and maternity.

		



		Race

		☐

		

		☐

		The policy applies to all people and therefore is consistent in its approach regardless of race.

		



		Religion or belief

		☐

		

		☐

		This policy is consistent in its approach regardless of religion and belief.

		



		Sex

		☐

		

		☐

		This policy is consistent in its approach regardless of gender

		



		Sexual orientation

		☐

		

		☐

		This policy is consistent in its approach regardless of sexual preference 

		



		Other considerations

		☐

		☐

		☐

		As above

		







		4. Monitoring and review 



		If you are at the implementation or evaluation stage of your policy development/service or programme change:  



		Has an earlier Impact Assessment been undertaken?

		Yes	



		No	☐

		N/A	☐



		If yes, please include details of any action plan below: 



		What issues/actions have previously been identified?



		No negative impact of the policy.  Positive impact for those groups/individuals with learning disabilities and autistic adults.



		Are any further actions required?

		No







		5. Action Plan



		Issues/impact identified in Section 2, 3 or 4 above

		Explain any further actions required

		How will you measure and report impact/progress

		Timescale for completion



		When will the proposal be next reviewed?

		This policy will next be reviewed annually from the date of approval or February 2025.



This policy includes an action plan for delivery which will be regularly reviewed by the Local LeDeR Governance and Steering Group.







		5. Completion: 

		Name and Job title

		Date



		Completed by: 

		Cheryl Hampson

Outcome Manager – Integrated Disabilities Commissioning

		January 2022



		Equality Lead: 

		

		



		Project Sponsor: 

		Kim Forey – Director of Integrated Commissioning

Dr Marion Andrews-Evans – Director of Nursing and Quality

		



		Policy/programme signed off by: 

(E.g. Governance and Quality, Governing Body, etc) 

		Quality and Governance Committee
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Terms of reference for Gloucestershire LeDeR Quality Assurance and Governance Panel
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Terms of reference Gloucestershire Learning into action group
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Gloucestershire Quality Assurance Panel Checklist 
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[bookmark: _Hlk80978851]Guidance on the grading of care for local reviewers



Please note that this is different to how LeDeR previously graded care. 



Reviewers will be asked to grade the care the person received at the end of a focused review (cases which only receive an initial review will not be graded formally, but the local Quality Assurance Panel will capture indicative grading). 



Care is graded on two elements of the health and social care the person received: 1. Quality of care the person received 2. Availability and effectiveness of services the person Care is graded on a scale of 1-6 where 1 represents poor care and 6 represents excellent care.



The system may suggest a grade for a review based on the answers a reviewer has given to previous questions (for example, where the reviewer has indicated that there were gaps in service provision or NICE guidance was not followed the system will suggest that the review is graded as a 3). 



The reviewer can change the suggested grade and add an explanation as to why they have changed it. When a review is graded 1 or 2, it is important for the reviewer to think about potential safeguarding and serious incidents and speak with the local area contact.
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Template for Learning into Action Tracker
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Gloucestershire LeDeR Governance and Steering Group Terms of Reference


			AMENDMENT HISTORY





			VERSION


			DATE


			AMENDMENT





			1.0


			January 2017


			NHS England





			2.0


			June 2017


			Gloucestershire LAC





			2.1


			July 2017


			Membership amended by LAC





			3.0


			June 2019


			Gloucestershire LAC reviewed and updated





			3.1


			July 2019


			Governance structure amended following feedback





			3.2


			July 2019


			Governance structure amended following feedback





			4.0


			September 2021


			ToR Amended following Policy Updates











Terms of reference


This document sets out the standard terms and background that will apply to all meetings.


Background


The new LeDeR National Policy[footnoteRef:1] published on 23rd March 2021 will give the local LeDeR programme opportunities to further strengthen the operational, governance and service improvements and extend this to autistic people as well during the course of the coming three years. [1:  https://www.england.nhs.uk/publication/learning-from-lives-and-deaths-people-with-a-learning-disability-and-autistic-people-leder-policy-2021/] 






NHS England and NHS Improvement will hold ICSs to account for the delivery of the actions identified in reviews as part of their assurance processes so that ICSs improve the ways that local health and care services meet the needs of people with a learning disability and autistic people. 





The LeDeR Programme is a Service Improvement Programme with aims;


· improve care, 


· reduce health inequalities and 


· prevent premature mortality of people with a learning disability and autistic people





New governance processes are required with ICSs now becoming responsible for the delivery of the LeDeR Programme, including undertaking reviews and the delivery of service improvements, Figure 1 provides an overview of the local process and Figure 2 Provides an overview of the local governance structure.  The LeDeR Governance and Steering Group will be responsible for taking forward action from learning in Gloucestershire.





[bookmark: _Ref80979302]Figure 1 - The LeDeR Review process - an overview


[image: ]


The scope of the local reviews of deaths


Any person with a learning disability, aged 4+ who dies and every adult (aged 18 and over) with a diagnosis of Autism is eligible for a LeDeR review.  





NB the Child Death Review (CDR) process reviews the deaths of all children who are aged 4-17 years and the results are shared with the LeDeR programme.





Purpose / role of the group 


			[image: Review Deaths Meeting]


			To guide the implementation of the programme of initial reviews and focussed reviews and wherever appropriate to work in partnership and collaboration with other agencies or bodies who may be involved in parallel work e.g. Safeguarding, coroners, Hospital learning from deaths etc





			[image: https://www.easyonthei-leeds.nhs.uk/wp-content/uploads/2019/08/better-care-V2.png]


			To support and ensure the quality assurance of the review of all deaths of people with learning disabilities and autistic people in Gloucestershire.





			[image: Review Deaths Meeting]


			Membership will be asked to participate in Quality Assurance & Governance panels. 





			[image: Report]


			To receive regular updates from the Local Area Contact about the progress and findings of reviews.





			[image: Report]


			To approve and publish an annual report of reviews in Gloucestershire and actions from learning taken.





			[image: Research v3]


			To help interpret and analyse the data submitted from local reviews, including areas of good practice in preventing premature mortality, reducing health inequalities, and areas where improvements in practice could be made.





			[image: Checklist]


			To monitor the action plans that are developed by the Gloucestershire LeDeR Learning into Action Group, and take, guide or escalate appropriate action as a result of such information.





			[image: https://www.easyonthei-leeds.nhs.uk/wp-content/uploads/2019/08/confidential-V2.png]


[image: https://www.easyonthei-leeds.nhs.uk/wp-content/uploads/2019/08/data-protection.png]


			To ensure agreed protocols are in place for information sharing, accessing case records and keeping content confidential and secure.





			[image: Quality care]


			To undertake a quality assurance role in respect of: 


· the role of the reviewer/s and LAC 


· the quality of reviews 


· Learning into action


· Annual Reports





			[image: https://www.easyonthei-leeds.nhs.uk/wp-content/uploads/2019/04/partnership-working.png]


			Membership of the group will also consist of Learning from Deaths leads (or representatives) from each of the provider Trusts (GHC Mortality Group, GHT SJR Group) and will formally report into the Quality Surveillance Group any themes in relation to the health care of those with a learning disability or autistic People.











Membership


Core membership will be as follows:


1. Chair – Gloucestershire CCG Deputy Director of Nursing


2. LeDeR Local Area Contact – Outcome Manager Integrated Disabilities Commissioning


3. LeDeR Senior Reviewers


4. ICS Quality & Governance representative


5. Chair of the Learning Disability and Autism Clinical Programme Board


6. Gloucestershire Health & Care NHS Foundation Trust - Learning Disability Clinical Oversight Group Chair 


7. Gloucestershire Hospitals NHS Foundation Trust - Acute Hospital NHS Services Safeguarding Lead and Learning Disability Liaison Nurse


8. Safeguarding Adults Board 


9. Learning Disability Operations – Gloucestershire Local Authority Representative


10. Family/Carer Representative


11. Experts by experience – Supported by Inclusion Gloucestershire


12. Learning Disability Partnership Board Representative


13. Autism Partnership Board Representative





In addition, the following will be copied in to papers and invited as required:


· NHS England representative


· Head of Integrated Commissioning – Learning Disabilities and Physical Disabilities


· Head of Integrated Commissioning – Mental Health, Autism and Advocacy


· Head of Integrated Commissioning – Disabled Children and Young People


· Children’s Service representative


· Coroner’s Office representative


· Medical Examiner Office representative


· Public Health


· Primary Care Audit Team


· LeDeR Programme Team


Quoracy


The meeting will be considered to be quorate if five or more of the core membership are present.





Review


Review of these Terms of reference will be undertaken in 12 months





Role of Members


Members review programme direction and make decisions to make sure that:





			[image: https://www.easyonthei-leeds.nhs.uk/wp-content/uploads/2019/04/partnership-working.png]


			Partners work together to support the success of the project and make sure that no single interest will undermine the programme.





			[image: risk waying it up]


			All risks are assessed and managed well, putting in place actions and contingency plans for all high impact risks.





			[image: project plan]


			The time and resources needed for the programme objectives are available.





			[image: Accessible information standard V2]


			Recording of programme information is accurate and coherent.





			[image: project plan]


			Support is available for the Local Area Contact.





			[image: monitor]


			The progress of the overall programme is monitored and any remediable action is undertaken.





			[image: communication strategy]


			Representatives will be responsible for providing feedback via their respective organisational networks















Governance


Figure 2 - Gloucestershire LeDeR Programme Governance Structure


[image: ]


· Local Area Contact will anonymise and share learning points and actions with the Group and Gloucestershire Quality & Governance Committee (Q&GC) who will ensure learning is embedded and action plans are taken forward.


· Feedback from the Gloucestershire LeDeR Governance and Steering group meeting will be via individual members networks


· Actions / learning will be discussed at the Q&GC and the wider Gloucestershire ICS.





Meeting frequency


· Meetings to be held quarterly via MS Teams.


· Meetings will be organised & minuted by the local area contact (or nominated administrator)


· Agenda and papers for meetings will be circulated at least 5 days before the meetings.


· Dates for each year will be circulated to membership the year before.


· Among other matters, the meetings may establish time specific working groups to focus on specific issues, which may be delegated to resolve/approve specific actions.





Date of Review


These Terms of Reference are due for review by September 2022
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Gloucestershire Learning Disabilities (LeDeR) Review Quality Assurance Panel 


Terms of Reference


			AMENDMENT HISTORY (the changes that have been made to the document) 








			VERSION


			DATE


			AMENDMENT





			1.0


			Oct 2019


			Gloucestershire LAC





			1.1


			Oct 2019


			Following feedback from QA Panel





			2


			January 2022


			Amended following changes to the National Policy





			3


			February 2022


			Amended following feedback from experts by experience on accessibility





			3.1


			August 2022


			Amended following feedback on the Quality Assurance Checklist and how we share learning











Terms of reference 


A document about the group and the meetings it will have.  


Background & Scope (about LeDeR and what is does)  


			[image: ]


			LeDeR stands for Learning From Lives And Deaths – People With A Learning Disability and autistic people





			[image: Icon

Description automatically generated with medium confidence]


			Everyone in England with a Learning Disability, who LeDeR is told about, will have their death looked at in the same way.





From February 2022 we will also look at the deaths of autistic people over 18. 








			[image: A picture containing text, stone

Description automatically generated]


			We will look at everyone with a Learning Disability aged 4 years or older.





Deaths of children with a learning disability under 4 years old will be looked at by the child death overview panel.  We will work closely with the Child Death Review (CDR process)





We will look at the deaths of everyone over 18 with a diagnosis of autism.





			[image: ]


			In Gloucestershire we will only be looking at people who had a Gloucestershire doctor when they died.  





			[image: ][image: ][image: Review Deaths Report]


			Every death has a first check.  We call this an Initial Review.





In this first check we cover:


· Details about the person, like their age, where they lived, what their culture was, whether they were married


· How the person died


· What a family member, carer or someone who knew the person well told us about the person  


·  What a GP or other doctor who looked after the person told us 


· Pen portrait – this tells us who the person was and what was important to them


· Any long-term illnesses or conditions that might have changed how they died.   


· Whether or not the person had DNACPR in place, filled in the right way. This is a note on your medical records saying that you do not want doctors to try and restart your heart if it stops. 


 





Using all the information they have the reviewer will work out whether a focused review is needed. A focused review finds out more about the persons care and health. 





A reviewer is someone in the team who works to find out what happened during someone's life and death. 


 


The person’s family can ask for a focused review.  





A focused review will also be completed for everyone 


· from a Black, Asian or Minority Ethnic background 


· All autistic adults.





LeDeR is not told about many people that are from a Black, Asian or Minority Ethnic background. 





This group of people may be at a higher risk of dying too soon, but we don’t know which is why we will be undertaking a focussed review.








   











Name of group 


Gloucestershire LeDeR Quality Assurance Panel


Purpose / role of the group 


			[image: Interview Panel]


			Is a group of Experts-by-Experience that look at how good each review is. They give ideas of what can be done better.


 


Experts-by-experience are people that have personal experience of a disability or caring for someone who does.





Experts-by-profession are people from across health and social care who have knowledge, skills and expertise on caring for people with a learning disability or autistic person.   








			[image: Quality Checker 1]


			The panel will look at:


· What the reviewer has said in an initial review 


· How good the initial review is and making sure something is done to make things better.  Recommend if a focussed review needs to be undertaken to find out more information.


· Think about what changes need to happen.  We call this learning into action.


· Make recommendations for improvements to be captured in the learning into action tracker.





			[image: Data Analysis]


			To work out what the information from the reviews mean. 





This could be something good, helping to stop someone dying too early. 





It could be something that could be made better. 








			[image: Safeguarding Alert]


			Cases will be given to Safeguarding if the group feels it is needed. 





			[image: Review Deaths Meeting]


			A mark between 1 – 6 is given to how good the care is. 





6 being the best and 1 the worst. 





			[image: Review Deaths Meeting]


			When a review has been looked at, the person who leads on LeDeR in Gloucestershire (this person is called the Local Area Contact or LAC), does the following: 


· Fills in the Gloucestershire LeDeR checklist (Appendix 1) noting good practice and learning points.


· Tells the reviewer that… 


1. the review has been closed. 


 Or… 


2. Asks the reviewer to make changes or get more information or undertake a focussed review.  


· Asks the reviewer to tell everyone who they spoke with about the review. 


· Share learning with the LeDeR Learning into Action Group.  


· Share the Learning on a page (if we have consent to share) with a wider group of people to share the learning.











The people in the group 


			Role


			Job Title





			Chair & LeDeR Process


			Gloucestershire LeDeR Local Area Contact





			Note taker


			Gloucestershire LeDeR Local Area Contact or Secondary Local Area Contact





			Clinical Adviser/s


			· Consultant Psychiatrist (LD & Autism)


· Consultant Psychologist (LD & Autism)


· GP


· Pharmacist


· Safeguarding Nurse (GHT)





			Independent LeDeR Reviewer


			Both Senior reviewers will be in attendance for all QA panels.





			Social Care


			· Quality Review Officer (GCC)


· Social Care LD Operations Team





			Experts by experience


			· Experts by experience (Inclusion Gloucestershire)


· Carers








 


The number of people needed for a meeting to be held


There needs to be a minimum of four people for the meeting to happen.  There needs to be 


· the LAC or secondary LAC 


· one reviewer 


· one clinical adviser


· one expert by experience





What group members do


			[image: Quality Checker 1]


[image: Review Deaths Report]


			Members will make sure that; 


· Families and people who knew the person well have been involved in the review. 


· People work together to make sure the reviewer does a good job.


· The right information is there and easy to understand 


· The group will give ideas of how people are told about the learning from LeDeR. 


· The Local Area Contact and reviewers have help and support from Clinical advisers.  


· Feedback is given to the groups they work for.  








			[image: Review Deaths Meeting]


			The group is made up of people from in different health and social care roles. They are a group of experts by profession on the LeDeR programme. 





The group will give clinical information and support to people who want to find out more about LeDeR.   





			[image: Approved Stamp]


			Go to meetings or give feedback to the group on initial reviews











Governance (important rules and things that must be done)  


			[image: Email]


			Members will be sent initial reviews by a secure email (e.g., NHS net or via Egress).





			[image: Confidential]


			Members will not share the initial reviews with anyone. They will destroy electronic and hard copies after each meeting. This follows data protections rules.  





			[image: Checklist]


			The group will fill in a checklist for each initial review. This is kept by the Local Area Contact and shared if we have permission.





	





			[image: Agree Plan]


			The group will choose what goes on the action plan. The action plan will have all of the learning and suggestions from all reviews written down. This will be help the Learning into Action Group.





			[image: Cal month november]


			This document will be checked every 2 years.





			[image: Report Dissemination]


			The group will tell the LeDeR Governance and Steering group about the work they have done every 3 months.   








Figure 1 - Gloucestershire LeDeR Governance Meetings


[image: ]





Figure 2 - Gloucestershire LeDeR model on a page


[image: ]


Meeting frequency


· Meetings will be virtually utilising MS Teams  


· Meetings will be set up monthly a year in advance, on a Monday morning.


· Meetings will be organised & actions recorded by the local area contact (or delegated secondary LAC)


· Among other matters, the meetings may establish time specific working groups to focus on specific issues, which may be delegated to resolve/approve specific actions.





Date of Review


These Terms of Reference are due for review by August 2024








Appendix 1
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Gloucestershire LeDeR Quality Assurance & learning on a page



About the case



Age:                                Where died:



Cause of death: 1a         1b           2



Consent to share anonymised case further 



Level of learning disability 		Autism diagnosis  



Summary of the individual



About the person







About their death



Learning Points & themes







Actions?



Good practice



LeDeR Grading of care



QA Panel checklist



LeDeR Reference number







QA Panel Members (delete/amend)  Cheryl Hampson (LAC), Althia Lyn (secondary LAC), Sammy Roberts (Expert by experience), Paul Tyrell (Expert by experience), Emily Luckham (VCS), Jeanette Welsh (Safeguarding Lead Nurse), Dr Mark Scheepers (Consultant Psychiatrist),  Dr Tom Herbert (GP), Teresa Middleton (Pharmacist), Trudi Piggot (LeDeR Steering Group Chair and Nurse), Anna Holder (Social Care), Deborah Livingstone (LeDeR Reviewer), Paul Yeatman (LeDeR Reviewer)























Mazars grading







Read & share this page



Add to LeDeR Newsletter



Other communication (detail what)



Share with clinical programme/s for action (detail which)



Detail of the person who died 







Detail of death (inc anyone else notified, ethnicity, NHS number, NoK, 







Did family/carer have concerns 







Structure of report (inc jargon free, 3 or more sources of information (list) 







Concerns over medications (detail what) 



The persons health 



Treatment of conditions 



Reasonable adjustments 



Gaps in service provision/delays 



Timely appointments/screening 



 



The persons Care & Support 



Suitable housing 



Evidence of use of MCA (inc use of advocates)  



End of life (inc ReSPECT form) 



Out of area placement 



Safeguarding concerns 



Specific organisational response



Create new LeDeR learning resource



Wider system action (detail what)



Other action(detail what)



Submit to national LeDeR Programme



QA Panel date







Concerns over supporting the needs of people from minority ethnic communities (detail what) 



Concerns over STOMP  (detail what) 



















LeDeR Grading of care explained



				MAZARS Criteria (please select one option and delete the other options)







				Type				Description



				Expected Natural (EN1)				A group of deaths that were expected to occur in an expected time frame. E.g. people with terminal illness or in palliative care services.
These deaths would not be investigated but could be included in a mortality review of early deaths amongst service users.



				Expected Natural (EN2) 
 				A group of deaths that were expected but were not expected to happen in that timeframe. E.g. someone with cancer but who dies much earlier than anticipated
These deaths should be reviewed and in some cases would benefit from further investigation



				Expected Unnatural (EU1) 
 				A group of deaths that are expected but not from the cause expected or timescale E.g. some people on drugs or dependent on alcohol or with an eating disorder
These deaths should be investigated.



				Unexpected Natural (UN1 
 				Unexpected deaths which are from a natural cause e.g. a sudden cardiac condition or stroke
These deaths should be reviewed and some may need an investigation.



				Unexpected Natural (UN2) 
 				Unexpected deaths which are from a natural cause but which didn’t need to be e.g. some alcohol dependency and where there may have been care concerns
These deaths should all be reviewed and a proportion will need to be investigated



				Unexpected Unnatural (UU) 
 				Unexpected deaths which are from unnatural causes e.g. suicide, homicide, abuse or neglect
These deaths are likely to need investigating







Mazars grading explained
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This was excellent care (it exceeded expected good practice). Please
identify in learning and recommendations what features of care made
it excellent and consider how current practice could learn from this.

This was good care (it met expected good practice). Please identify in
the review learning and recommendations any features of care that
current practice could learn from.

This was satisfactory care (it fell short of expected good practice in
some areas but this did not significantly impact on the person’s
wellbeing). Please address these issues in your recommendations for
service improvement, and identify in learning and recommendations
any features of care that current practice could learn from

Care fell short of expected good practice and this did impact on the
person’s wellbeing but did not contribute to the cause of death. Please
address these issues in your recommendations for service
improvement, and identify any features of care that current practice
could learn from.

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

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

Availability and effectiveness of services was excellent and exceeded
the expected standard

Availability and effectiveness of services was good and met the
expected standard

Availability and effectiveness of services fell short of the expected
standard in some areas but this did not significantly impact on the
person's wellbeing.

Availability and effectiveness of services fell short of the expected
standard and this did impact on the person's wellbeing but did not
contribute to the cause of death.

Availability and effectiveness of services fell short of the expected
standard and this significantly impacted on the person's wellbeing
and/or had the potential to contribute to the cause of death.

Availability and effectiveness of services fell far short of the expected
standard and this contributed to the cause of death.
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Gloucestershire (LeDeR) Learning from Lives and Deaths of People with a Learning Disability and Autistic People:    


Learning into Action Group 


Terms of Reference





			AMENDMENT HISTORY








			VERSION


			DATE


			AMENDMENT





			3.0


			2nd November 2021


			Gloucestershire LAC, Gloucestershire Secondary LAC 





			


			


			





			


			


			











Terms of reference


This document sets out the standard terms and background that will apply to all meetings.


Background & Scope


			[image: ]


			LeDeR is short for a project called Learning from Lives and Deaths of people with a Learning Disability and Autistic People. 





			


			Every death of someone with a learning disability or a person with Autism that the LeDeR Programme is told about will be reviewed.





Through continued work to raise awareness of LeDeR we hope that the programme in Gloucestershire is capturing as many deaths a possible, although we cannot be sure how many deaths the programme is not told about.    





The aims of the LeDeR Programme are:


1. To help improve health and social care services for people with learning disabilities and Autistic People 


2. Reduce Health Inequalities for people with a learning disability and autistic people. Health Inequalities are unfair and preventable differences in health.


3. To stop people with learning disabilities and autistic people from dying too soon by making care better

















			[image: ]


			· This is a national programme and everyone in England with a learning disability and autistic people will have their death reviewed in the same way. It will include a 2 stage process with all people receiving an initial review and some people receiving a full review. 





			[image: ]


			The reviews will look at everyone over the age of 18 with a formal diagnosis of autism and any one with a Learning disability over the age of 4.





Those individuals under 4 years of age will be reviewed via Child Death Overview Panel





The reviews will look at both the Health and Social Care support that individuals have received. 
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			In Gloucestershire reviewers will only be reviewing those who are  registered with a Gloucestershire GP 








			


			Every death has a first check.  We call this an Initial Review. A more focussed review is carried out  if it is felt that:


1. There could be more learning.


2. If anyone is worried about the care that the person received.


3. The person was an Autistic Adult who did not have a learning disability.


4. The person was from a Black Asian or Minority Ethnic Background.











Name of group


Gloucestershire LeDeR Learning into Action Group


Purpose / role of the group 


			[image: Review Deaths Meeting]


			The Group will be chaired by The Local Area Contact whose role will be to focus on action from learning.





The purpose of the group is to progress the actions agreed by the Local Quality Assurance Panel.

















			[image: Quality Checker 1]


			Ensuring that the learning from each of the reviews completed is developed to ensure that as a system (ICS)  improvements to health and social care services for people who use them will get better.





The ICS is the main body that has responsibility for providing health and social care services to people in Gloucestershire. 











			[image: Checklist]


			Actions or learning identified will be used by people working in health services and social care to improve the support and care they give to people with a learning disability and autistic people.





Learning will be shared in the regular Learning into Action Bulletin which is co produced by people with lived experience.





The bulletin will be produced once every two months (bi-monthly).





Learning will be shared within the group via the action tracker log.








			[image: Data Analysis]


			The learning into action group will provide regular updates to the Gloucestershire LeDeR Governance and Steering Group.





The learning into action group may be required to give presentations to different interested people.





The learning into action group will develop new ways to communicate the work of LeDeR in Gloucestershire e.g., websites, films and other ways.








			[image: Safeguarding Alert]


			Where there are safeguarding concerns the learning into action group will work with everyone to deal with the concern.











Membership


			Role


			Job Title





			Chair & LeDeR Process


			Gloucestershire LeDeR Local Area Contact





			Note taker


			Gloucestershire LeDeR Local Area Contact or Secondary Local Area Contact





			Clinical Adviser/s


			Learning Disability Nurse or


Community Health Services 





			Independent LeDeR Reviewer


			Independent LeDeR Reviewer





			Learning Disabilities representative/s


			Expert by Experience User Led Organisation 











Quoracy


The meeting will be considered to be quorate if four or more of the core membership are present.





Role of Members


			[image: Quality Checker 1]


[image: Review Deaths Report]


			Gloucestershire ICS “One Gloucestershire” must systematically act upon findings in LeDeR reviews and improve the care provided by all services (not just learning disability specific and services that support Autistic People) to stop people dying prematurely and provide better quality services. 





Members will undertake a Service Improvement role and work together to ensure that:


· The appropriate channels for service improvement are identified and are engaged as stakeholders this includes family carers. 


· Members will work together to implement Learning into Action and make sure that no single interest will undermine the programme.


· Clinical input and support is included in the Learning Into Action Group membership.


· Members will be responsible for providing feedback via their respective organisational networks.





			[image: Agree Plan]


			The group will develop a communications plan which will outline how all of the learning and recommendations from all reviews completed will be imbedded across the ICS system. This will include but is not exclusive of: 


· Production of bi- monthly Learning into Action Bulletins for wider stakeholder group. E.g., Learning Disability Partnership Board.


· Production of quarterly targeted Health and Social care “feedback on a page” documents to aid professional specific learning.


· Themed webinars to share learning


· Targeted specific work with teams or service areas, groups, organisations. E.g., Health Action Groups, Social Care Teams.








			[image: Approved Stamp]


			Attend meetings or provide virtual feedback to the group on targeted areas for action or learning.





			[image: Member 1]


			Individual roles are described in membership.














Governance


			[image: Email]


			Members will receive the Action Tracker via NHS email accounts.





			[image: Confidential]


			There will be no identifiable information within the action tracker





			[image: Cal month november]


			Terms of Reference will be reviewed every 2 years.





			[image: Report Dissemination]


			The group will report to the LeDeR Governance and Steering Group on a bi-monthly basis (see figure 1)





The Local Area Contact is required to submit a quarterly report to NHS England and NHS Improvement detailing the progress against Key Performance Indicators. The Action Tracker will provide some of the data for the report.
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Figure 1 - Gloucestershire LeDeR Governance Meetings
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Fig.2 Gloucestershire Key areas identified for improvement of care of people with a learning disability 2022-2025








Meeting frequency


· Meetings to be held monthly on MS Teams 


· Meetings will be scheduled a year in advance


· Meetings will be organised & actions recorded by the Secondary Local Area Contact


· Among other matters, the meetings may establish time specific working groups to focus on specific issues, which may be delegated to resolve/approve specific actions.





Dates of meetings


			Date


			Time





			Tuesday 5th October 2021


			10.00 am - 11.00 am





			Tuesday 2nd November 2021


			10.00 am - 11.00 am





			Thursday 2nd December 2021


			2.00 pm - 3.00 pm





			Thursday 6th January 2022


			2.00 pm - 3.00 pm





			Thursday 3rd February 2022


			12pm – 1pm





			Thursday 31st March 2022


			12pm – 1pm





			Thursday 5th May 2022


			12pm – 1pm





			Thursday 9th June 2022


			12pm – 1pm





			Thursday 30th June 2022


			12pm – 1pm





			Thursday 4th August 2022


			12pm – 1pm





			Thursday 8th September 2022


			12pm – 1pm





			Thursday 29th September 2022


			12pm – 1pm





			Thursday 3rd November 2022


			12pm – 1pm











Date of Review


These Terms of Reference are due for review by October 2023


Gloucestershire LeDeR Learning into Action Group DRAFT v.3	Page 1
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TEMPLATE - LeDeR Quality assurance and sign off process checklist Sept 2021.docx

			Review Number: 


			Review quality assured by: Cheryl Hampson, Althia Lyn, Sammy Roberts, Vicci Livingstone-Thompson, Dr Karen Poon, Jeanette Welsh, Deborah Livingstone, Paul Yeatman, Dr Mala Ubhi, Dr Mark Scheepers, Liz Pontin * Delete/Add names as appropriate





			Review Name:  


			Local Reviewer name: 





			Date reviewed: 


			QA Panel Date:  











			Quality Assurance Criteria for LeDeR Quality Assurance Panel


			Green - Approved


			Red 


Returned for further work to the reviewer





			Summary of the review (no more than 2 paragraphs)


Age:


Location of death: 


Level of Learning Disability:





Medication list (if not included in initial review word count)





Questions for panel to consider


* Add in any specific questions for the panel





			Structure


Written accurately and concisely and in a language that is clear, jargon free and not repetitive.


Where used, complex medical and organisational terms are explained simply.


			Yes 


Clearly written report. Providing good explanations and easy to follow 


			No





			Questions 


All questions have been definitively checked & answered in the initial review.


There should be no ‘I don’t know’ answers at point of submission.


			Yes


All questions answered 


			No – Add in questions missing





			Sources of Information


Relevant sources of information have been sought. 


There is a good balance of medical and social information.


Provide clear reasons for any missing information, or information not made available to the reviewer.


			Yes


Relevant sources of information have been used providing a very thorough review. No obvious information missing, or if it is there is a narrative explaining reason why this is unobtainable. 


Family |_|


Care provider|_|


GP |_|


Hospital |_|


Community NHS Trust|_|


Adult social care |_|


Other:  


			





						The person and /or their environment


[image: Care at home]


			People who live in unsuitable placements for their needs including the availability of appropriate communications facilities/ channels to ensure the person has access to information/support appropriate for their foreseeable needs.


			





			


			Inadequate housing that places the person at risk of falls, accidental injury or isolation in their home.


			





			


			Key information provided by family members or other carers being ignored or concerns not taken seriously or low expectations of family members.


			





			


			Families not wanting or feeling able to challenge medical professionals’ authority and opinion.


			





			The person’s health and care and its provision: 


[image: Quality care]


			The lack of provision of reasonable adjustments for a person to access services. 


			





			


			Lack of routine monitoring of a person’s health and individual specific risk factors.


			





			


			Lack of understanding of the health needs of people from minority ethnic groups. 


			





			


			The persons health: 


Any concerns from the panel on treatment/management of conditions/ Reasonable adjustments/ services involved in their care.


Were there any delays in treatment?


Does the panel think there were any gaps in service provision?


Was the death Covid-19 related?  


If yes – has the prompt sheet been utilised?


			





			


			Medications that the person was on.  Any concerns from the panel in relation to medication management and side effects from certain drugs?


STOMP:


Any concerns from the panel on the use of AP drugs and how this was managed?


			





			


			Expected death


Was the person on an end of life pathway?  


Had a RESPECT2 form been complete? 


Has anyone expressed concerns? 


Did the person have a DNACPR in place and completed correctly?


			





			The way services are organised and accessed:


[image: People involved in my care v2]


			No designated care coordinator to take responsibility for sharing information across multi-agency teams, particularly important at times of change and transition. 


			





			


			Lack of understanding and/or recording of the Mental Capacity Act when making essential decisions about health care provision. 


			





			


			Social & Care arrangements:


Was the person placed in Gloucestershire from out of area? 


Did they have restrictive legislation in place? 


Were there any safeguarding concerns? Inadequate provision of trained workers in supported living units. 


			





			


			Inadequate coverage of specialist advice and services, such as Speech and Language Therapy (SLT) or hospital Learning Disability liaison nurses. 


			











			


			





			Cause of death recorded


Detail:


1a 


1b


			Yes





			No





			Pen Portrait


There is a comprehensive, proportionate and person- centred pen portrait following the headers shown in the LeDeR IT system.


			Yes


Very detailed pen portrait. Person centred & holistic.


			No





			Panel Outcomes 


 


			QA Panel Referral to other reviews


· Focussed review |_|


· Safeguarding |_|


· Other - XXXXXXXXXXXXXX


			





			Submit to National LeDeR Programme


			Yes


			No





			Grading of care - although the new process does not ask for grading of care to be captured within an initial review, the panel feel this is a good indicator of how the health inequalities for people with a learning disability is being addressed from a service improvement perspective.[image: ] Noting that the grading is different from the Uni of Bristol scale.








6. |_|








5. |_|








4. |_|





3. |_|








2. |_|





1. |_|





			Learning Recommendations & actions taken by the LAC/QA Panel





Feedback from the panel








			Recommendations for improvement/learning into action








			Feedback on best practice identified








			MAZARS Criteria (please select one option and delete the other options)








			Type


			Description





			Expected Natural (EN1)


			A group of deaths that were expected to occur in an expected time frame. E.g. people with terminal illness or in palliative care services.


These deaths would not be investigated but could be included in a mortality review of early deaths amongst service users.





			Expected Natural (EN2) 





			A group of deaths that were expected but were not expected to happen in that timeframe. E.g. someone with cancer but who dies much earlier than anticipated


These deaths should be reviewed and in some cases would benefit from further investigation





			Expected Unnatural (EU1) 





			A group of deaths that are expected but not from the cause expected or timescale E.g. some people on drugs or dependent on alcohol or with an eating disorder


These deaths should be investigated.





			Unexpected Natural (UN1 





			Unexpected deaths which are from a natural cause e.g. a sudden cardiac condition or stroke


These deaths should be reviewed and some may need an investigation.





			Unexpected Natural (UN2) 





			Unexpected deaths which are from a natural cause but which didn’t need to be e.g. some alcohol dependency and where there may have been care concerns


These deaths should all be reviewed and a proportion will need to be investigated





			Unexpected Unnatural (UU) 





			Unexpected deaths which are from unnatural causes e.g. suicide, homicide, abuse or neglect


These deaths are likely to need investigating
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This was excellent care (it exceeded expected good practice). Please
identify in learning and recommendations what features of care made
it excellent and consider how current practice could learn from this.

This was good care (it met expected good practice). Please identify in
the review learning and recommendations any features of care that
current practice could learn from.

This was satisfactory care (it fell short of expected good practice in
some areas but this did not significantly impact on the person’s
wellbeing). Please address these issues in your recommendations for
service improvement, and identify in learning and recommendations
any features of care that current practice could learn from

Care fell short of expected good practice and this did impact on the
person’s wellbeing but did not contribute to the cause of death. Please
address these issues in your recommendations for service
improvement, and identify any features of care that current practice
could learn from.

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

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

Availability and effectiveness of services was excellent and exceeded
the expected standard

Availability and effectiveness of services was good and met the
expected standard

Availability and effectiveness of services fell short of the expected
standard in some areas but this did not significantly impact on the
person's wellbeing.

Availability and effectiveness of services fell short of the expected
standard and this did impact on the person's wellbeing but did not
contribute to the cause of death.

Availability and effectiveness of services fell short of the expected
standard and this significantly impacted on the person's wellbeing
and/or had the potential to contribute to the cause of death.

Availability and effectiveness of services fell far short of the expected
standard and this contributed to the cause of death.
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This was excellent care (it exceeded expected good practice). Please
identify in learning and recommendations what features of care made
it excellent and consider how current practice could learn from this.

This was good care (it met expected good practice). Please identify in
the review learning and recommendations any features of care that
current practice could learn from.

This was satisfactory care (it fell short of expected good practice in
some areas but this did not significantly impact on the person’s
wellbeing). Please address these issues in your recommendations for
service improvement, and identify in learning and recommendations
any features of care that current practice could learn from

Care fell short of expected good practice and this did impact on the
person’s wellbeing but did not contribute to the cause of death. Please
address these issues in your recommendations for service
improvement, and identify any features of care that current practice
could learn from.

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

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

Availability and effectiveness of services was excellent and exceeded
the expected standard

Availability and effectiveness of services was good and met the
expected standard

Availability and effectiveness of services fell short of the expected
standard in some areas but this did not significantly impact on the
person's wellbeing.

Availability and effectiveness of services fell short of the expected
standard and this did impact on the person's wellbeing but did not
contribute to the cause of death.

Availability and effectiveness of services fell short of the expected
standard and this significantly impacted on the person's wellbeing
and/or had the potential to contribute to the cause of death.

Availability and effectiveness of services fell far short of the expected
standard and this contributed to the cause of death.
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Gloucestershire Action Tracker Template.xlsx

Template


						LeDeR Learning Into Action Tracker


						Name of ICS:						Gloucestershire


						Reporting period:





			LIA Ref Number			LeDeR Theme			Learning Output			Learning Output			Responsible Officer			Service improvement aim/SMART objective emerging from LEDER learning			RAG 			Brief update/rationale for RAG			Evidence of progress/mitigation if progress not made - please embed any documents that demonstrate progress			Date action reviewed


			1


			2


			3


			4


			5


			6


			7


			8


			9


			10


			11


			12


			13


			14


			15


			16


			17


			18


			19


			20


			21


									key:


												Achievement irredeemable against timeline


												Achievement redeemable against timeline


												Achievement on track against timeline








Lists


			Learning Theme						Learning Outputs						Responsible Officer


			Acute Hospital issues						LeDeR Bulletin						LAC


			Annual health checks						Action Learning Set 						Secondary LAC


			Cancer screenings						Other communications e.g. Partnership Board Bulletin						LeDeR Clinical Adviser


			Case Mangement						Add to annual report						LeDeR Reviewer


			Communications / Reasonable adjustments						Engagement / Escalate with other programmes of work e.g. PBs, CPG, Quality committees etc						Provider


			Constipation						Individual response to action identified						Inclusion Gloucestershire


			Diagnosis						Corporate / organisational responsibility - discrete piece of work						Emily Luckham


			Dysphagia Management						Wider system action


			Family/Carer support						Good practice


			General Practice issue						Stakeholder specific learning


			Healthy Lifestyles


			Health Inequalities


			Management of condition


			Medication management


			MCA


			Safeguarding


			Service User/Carer Experience


			Death Certificate 


			Documentation not completed correctly


			End of Life


			Transitions








Stakeholder Map





									Influence of power


						Interest			-       Gloucestershire Clinical Commissioning Group Quality and Governance 			-       Inclusion Gloucestershire and other voluntary organisations through ‘know you patch’ networks.  


									-       Directors and Deputy Directors of Nursing and Quality. 			-       Gloucestershire Safeguarding Adults Board.  


									-       General Practitioners (GP’s) 			-       Community Learning Disabilities Team (CLDT)


									-       Adult and Children’s Social Care			-       Intensive Health Outreach Team (IHOT)


									-       Social prescribers. 			-       Consultant Psychiatrist


									-       Community ambassadors 			-       GHT Learning Disability Steering Group. 


									-       Other clinical programs – e.g., cancer, respiratory and end of life care.  			-       South West Regional LeDeR group. 


									-       Community Development Team (County Council) 			-       Gloucestershire Care Providers Association (GCPA)   


									-       Health inequalities leads in Gloucestershire. 			-       Learning Disability Operations Team.   


									-       Brokerage 			-       Children’s Death Overview Process (CDOP)


									-       Transitions teams. 			-       Strategic Health Facilitation.  


									-         			-       Gloucestershire Care Provider Forum.  


												-       Gloucestershire Carers Hub 


												-       Advocacy Organisations 


									-       All other partnership boards. 			-       GHT Learning Disability Liaison Nurses


									-       Community Mental Health Teams.  			-       Learning Disability and Autism Partnership Boards. 


												 


									Influence of power








Comms Routes EbyE


						LeDeR Communications Blueprint for People with lived experience








What do people with lived experience want to hear about LeDeR in Gloucestershire? 








A bit more about the people who are subject to a LeDeR review.  








Bitesize Communications 








Focus on PenPortrait?  








Communication Methods - methods may be combinded.  








Suite of LeDeR videos focusing on key health messsages and calls to action. 


Social Media 


Presentations   








Existing Methods  - LIA Bulletin, IG Website, Easy Read Annual Report 


One page Easy Read Explanation of a specific area and assocatied Call to Action (e.g,. bowel health) .  








Learning and how this will help reduce health inequalities in the future.  








Learning and the key health messages (the calls to action).  
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