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Advice for Members of the Public
This meeting will be held in public and in person.

It will be live streamed on YouTube and members of the public may watch remotely
by going to youtube.com

We also welcome attendance in person, but public seating is limited, so if you wish
to attend please indicate in advance by emailing committees@norfolk.gov.uk

1. To receive apologies for absence

2. Minutes Page 4

To confirm the minutes of the Integrated Care Partnership meeting held on 03
September 2025.

3. Members to Declare any Interests

4. Updates from the Chair

5. Public Question Time


https://www.youtube.com/@norfolkcountycouncildemocr3313/search?query=Norfolk%20health%20and%20wellbeing%20board
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Members of the public are entitled to ask questions at meetings of the Integrated
Care Partnership. Please note that all questions must be received by the Integrated
Care Partnership Team (norfolkandwaveneyicp@norfolk.gov.uk) by S5pm [insert
date]. by 5pm Thursday 27 November 2025. Please go to improvinglivesnw.org.uk
for further guidance on submitting a public question.

Any public questions received by the deadline and the responses will be published
on the website from 9.30am on the day of the meeting. Go to the Integrated Care
Partnership Committees details page to view public questions and responses once
they have been uploaded.

6. Preparing for Seasonal Pressures 2025/26 Page 12
Report sponsored by lan Wake & Ed Garratt

7. Health Inequalities update report Page 37

Report sponsored by Suzanne Meredith

8. 2024/2025 Learning from Lives and Deaths: People with a Learning Page 44
Disability and Autistic People (LeDeR) Annual Report

Report sponsored by Ed Garratt

Tom McCabe

Chief Executive

Norfolk County Council
County Hall

Martineau Lane Norwich
NR1 2DH

Date Agenda Published: Tuesday 25 November 2025

IN A If you need this report in large print, audio, braille, alternative
VTRAN format or in a different language please contact 0344 800 8020
communication for all  or 0344 800 8011 (textphone) and we will do our best to help.
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County Council

Norfolk and Waveney Integrated Care Partnership
Minutes

Meeting details
Time and date of meeting: Wednesday 3 September 2025 at 11.40am

Venue: Council Chamber, County Hall, Martineau Lane, Norwich

Voting Representatives Present

Representatives

Borough Council of King's Lynn & West Norfolk
Breckland District Council

Broadland District Council

Cambridgeshire Community Services NHS Trust

East Coast Community Healthcare CIC

East of England Ambulance Service NHS Trust

Great Yarmouth Borough Council

Healthwatch Norfolk

Norfolk Care Association

Norfolk Constabulary

Norfolk County Council, Cabinet member for Adult
Social Services

Norfolk County Council, Cabinet member for Public
Health and Wellbeing

Norfolk County Council, Executive Director Adult Social
Services

Norfolk County Council, Executive Director Children’s
Services

Norfolk County Council, Acting Director of Public Health
Norfolk and Suffolk NHS Foundation Trust

Norfolk and Waveney University Hospitals Group

NHS Norfolk and Waveney Integrated Care Board (Chief
Executive)

Norwich City Council

Place Board Chair Great Yarmouth & Waveney

Place Board Chair Norwich

South Norfolk District Council

Voluntary Sector Representative

Voluntary Sector Representative



Non-voting representatives present

Representative
Norfolk Health Overview and Scrutiny Committee (Chair)
Suffolk County Council

Officers and speakers Present

Name Role

Miles Fox-Boudewijn Assistant Director, Strategy, Planning and Change,
Norfolk County Council

Stephanie Guy Advanced Public Health Officer, Norfolk County Council

David Harris Project Manager, Norfolk Constabulary

Anne Heath Associate Director of Digital, NHS Norfolk and Waveney
Integrated Care Board

Liz Ip Piang Siong Regional Clinic Lead, Mental Health, East of England

Ambulance Service NHS Trust

Mark Joyce, T/Superintendent  Norfolk Constabulary

Kim Kelly Commissioning Project Officer, Norfolk County Council
Nicola LeDain Committee Officer, Norfolk County Council
Mark Payne Head of Mental Health, NHS Norfolk and Waveney

Integrated Care Board

lan Riley Executive Director of Digital and Data, NHS Norfolk and

1.2

3.1

4.1

Waveney Integrated Care Board

Apologies for absence

Apologies were received from lan Wake, substituted by Nicholas Clinch, Will
Pope, ClIr Penny Carpenter, Alex Stewart, Sarah Taylor and her substitute
Gavin Thompson, Dr Charlotte Florence and her substitute Heather Farley,
Clir David Beavan, ACC Chris Balmer, Daniel Childerhouse, lan Hutchinson
substituted by Adele Madin, Clir Liz Withington, Clir Natasha Harpley
substituted by ClIr Eleanor Laming and Anna Gill substituted by Steve Bush.

Lynda Thomas, Carley West-Burnham, Allan Petchey and ClIr Beccy
Hopensperger were also absent.

Minutes of last meeting held on 11 June 2025

The Integrated Care Partnership minutes of the meeting held on 1 June 2025 were
agreed as an accurate record and signed by the Chair. An attendance record would be
appended to the minutes (Appendix A).

Declarations of interest
There were no interests declared.
Updates from the Chair

The chair noted that officers are considering the implications in the recent
NHS 10 year plan. Including the future intentions of the ICP and its subgroups



- maintaining progress and momentum that has been made whilst we go
through a period of change.

Public Questions

There were no public questions received.



6.1

6.2
6.2.1

6.2.2

6.2.3

6.2.4

6.2.5

6.2.6

Update on Right Care Right Person initiative and impact on the
Integrated Care System

Detective Superintendent Mark Joyce, Norfolk Constabulary introduced the appended
report (6) which provided a progress update on Right Care Right Person (RCRP) in
Norfolk, noting this required partners to work together in supporting the delivery of
services between health, Social Care and the police.

During the discussion, the following points were noted.

With reference to 4.5 in the report, a member raised concerns that the report stated that
in NSFT at times there were not enough staff available to carry out in-person
assessments for people in crisis. It was suggested that if the same situation occurred
for people with physical health problems in urgent need, and hospitals lacked sufficient
staff, there would be an outcry. Concerns were raised that many people experiencing
mental health problems don’t seem to have any support and questioned if this has
improved now. In answering if the situation had improved, it was noted that the NSFT
have undergone a lot of improvement work particularly regarding the crisis pathway. It
was noted that NSFT have gone back to seeing patients that present in an urgent way
are seen within 4 hours face to face. It was important to acknowledge the demand on
mental health services and how existing resources could work differently around mental
health neighbourhood working.

A member welcomed the comments regarding welfare checks and noted the report
highlights 23,000 calls concerning welfare, which could potentially represent calls for
help. They suggested that more could be done across the system to better direct some
of these calls. They referenced the existing models within acute trusts and social
prescribing in primary care, which have worked well in managing demand. They noted
that 18 months ago the Lord Lieutenant’s Office convened meetings focused on
community mental wellbeing — including one specifically on welfare — indicating that
there is existing work that could be revisited if there was appetite. They expressed a
strong interest in championing this from a district and community level but noted that
any decision to establish a dedicated resource would require funding.

Referring to appendix A of the report, members noted that needs are still not being met
there were still children and young people who were actively suicidal but were not
meeting the threshold for crisis team intervention and whilst it was acknowledged that
RCRP had provided a good start to solving these issues, it was still apparent that gaps
existed.

Members acknowledged the hard work that was involved in the report and thanked
those involved.

It was noted that although the Constabulary could evidence that they had attended
fewer mental health calls and signposted them instead to the correct agency, there was
limited data to show the impact of that signposting.

With reference to point 3.8 of the report, Areas of Development, a member asked if
there were any commissioning gaps that needed to be addressed or if the identified
gaps were related to training, culture, and ways of working. In response to this,
members heard that there were no significant commissioning gaps that needed to be
addressed now, the focus should be on bringing together different parts of services and
pathways. A common issue was the inability to track a patent’s journey across



6.2.7

6.2.8

6.2.9

organisations due to the variety of IT systems and information governance rules that
exist between them. The next phase will involve mapping pathways ensuring they
function effectively, which will help determine whether there is a genuine commissioning
gap, however we are not there yet.

Members asked if there had been an improvement in the outcomes for those seeking
help due to this initiative. Having heard previously that it had been difficult to map the
journey of an individual, there was concern expressed that that improvements in
outcomes could not be identified, and the patients experience could not be
documented.

The Executive Director of Children’s Services observed that, as there are already
partner structures within the safeguarding arrangements that bring together a wide
range of system partners, there is an opportunity to build on this. Given that RCRP is a
shared safeguarding area of interest, it was suggested that we could work with
colleagues to utilise existing structures to bring together both adult and children’s
system partners under the arrangement known as the Leadership and Learning
Exchange. This forum could be used to workshop the next steps, which could then be
developed into operational actions with the intended impact.

A member challenged the statement in the report suggesting there was an opportunity
to commission a designated service and questioned why individuals were not being
made available and the service commissioned. In response, it was noted that
commissioning a welfare check service involves multiple responsibilities across various
organisations. It is important to understand which organisation is responsible for a
person’s care and to design a service around that. Currently, the system already
includes a significant amount of resource delivering parts of this function, and there is a
risk of duplicating efforts and creating confusion if a new service is commissioned.
There has not been a significant rise in complaints, concerns raised, or safeguarding
issues because of RCRP, which suggests that organisational responsibilities have been
successfully reset across the system, as intended. This has allowed the police to step
back from areas beyond their remit and enabled other organisations to step into those
roles. As activity has been shared across 6/ 7/8 organisations we are not seeing a
significant increase in volume. This is because we are not talking about thousands here
its approximately 100 per month.

6.2.10 There is a is a top-level response that addresses critical emergencies. However, the

gap lies in how we support people who do not reach that threshold. We need to
consider this cohort as a whole and explore what can be done for them collectively,
rather than rushing into a commissioning decision.

6.2.11 Detective Superintendent Mark Joyce, Norfolk Constabulary thanked the suggestion of

6.3
6.3.1

the Leadership and learning exchange and noted this was a good rout to finding a
solution to the gaps.

Having considered the report, the ICP provided:

Support and direction to help the RCRP board ensure there are adequate services
available for people where a welfare check is required, but the concern does not meet
the threshold for an emergency service response.



6.3.2

7.2

7.3
7.21

7.2.2

7.2.3

7.2.4

7.4

consideration if there was suitable representation at the relevant RCRP boards (RCRP
executive board and the RCRP oversight & implementation group) and if the
membership needed to expand to ensure that the impact of RCRP was understood
across all elements of the system.

Driving Integration through Digital, Data and Technology

Sara tough, Executive Director of Children’s services introduced the appended report
(7) The Partnership received the annexed report (7) which provided an update on how
collaborate work into the digital improvements that were being worked on in Childrens
Services. All conversations and policy reform are driving a direction of more joining up,
integrating and sharing data and digital approaches are all solution to help us do this
better in the future.

lan Riley noted the need to refresh the digital strategy considering the NHS 10 year
plan and the huge focus on digital as one of the key shifts with that.

During the discussion, the following points were noted;

A member noted that lots was happening across providers and yet we are trying to
bring it all together in one place for residents so questioned if there was any more that
could be done to make better use of the NHS app as according to the report, it only
reached 60% of the population.

It was acknowledged that there was more that could be done on usage of the NHS
app. The current national approach is enabling GP practices to promote the app to
reach their local population. Recent funding was given to acute hospitals to integrate
appointment data and patient portals as the more that’s in the app the more the local
population will be attracted to use it. The recent Healthwatch campaign had been
beneficial in reaching the under 25s and the older generation that were not engaged
with technology. It was also reported that within the 60% who used the NHS app, less
than half had notifications switched on which made having the app less useful and this
needed to be addressed in the next campaign.

It was noted that there was a lot of good practice using artificial intelligence and it was
suggested that there should be better ways of sharing that with all partners to enable
learning from one another. There were good structures in place which enabled effective
sharing, but this needed some momentum.

A member queried the governance on the use of Al noting that it is well evidenced Al is
discriminatory in some of it uses particularly racial and ethnic discrimination. In
response to this it was noted that this is taken into account and it is often about
educating the large language model to be more politically correct in the future.

Having reviewed and commented on the digital work within Children’s Services and the
proposed forward plan, the NOTED the updates on the progress taken around the
collaboration as a system and raise any potential gaps or priorities to further inform the
plan.

The meeting ended at 12.36pm



Councillor Fran Whymark

Chair
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Health and Wellbeing Board and Integrated Care Partnership Attendance Record
(From the last 3 meetings)

05 11 03
Member Organisation Represented Named Member Mar | June | Sept
2025 | 2025 | 2025
Borough Council of King's Lynn & West Norfolk Cllr Jo Rust X* X X
Breckland District Council Clir Tristan Ashby X
Broadland District Council Clir Natasha Harpley X X*
Cambridgeshire Community Services NHS Trust Anna Gill X*
East Coast Community Healthcare CIC lan Hutchison X X X*
East of England Ambulance Trust Kyle Hampshire-Smith X* X* X
East Suffolk Council Clir David Beavan
Great Yarmouth Borough Council Clir Emma Flaxman-Taylor X X
Healthwatch Norfolk Patrick Peal X X
Norfolk Care Association Christine Futter X X* X
Norfolk Community Health & Care NHS Trust Lynda Thomas X* X
Norfolk Constabulary ACC Chris Balmer X* X* X*
NCC, Cabinet member for Adult Social Services Clir Alison Thomas X X
NCC, Cabinet member for Childrens Services Clir Penny Carpenter X
NCC, Cabinet member for Public Health and Wellbeing | Cllr Fran Whymark X X X
NCC, Executive Director Adult Social Services lan Wake X* X* X*
NCC, Executive Director Children’s Services Sara Tough X X X
. : Stuart Lines X X*
NCC, Director of Public Health Suzanne Meredith X
: Zoe Billingham

Norfolk & Suffolk NHS Foundation Trust Stewart Gee X+
Norfolk and Waveney University Hospitals Group (Chief | Prof Lesley Dwyer n/a X X
Executive)
Norfolk and Waveney University Hospitals Group Mark Friend X X X
(Chair)
NHS Norfolk and Waveney Integrated Care Board Rt Hon Patricia Hewitt n/a
(Chair) Prof Will Pope
NHS Norfolk and Waveney Integrated Care Board Tracey Bleakley X
(Chief Executive) Ed Garratt X X
North Norfolk District Council CliIr Liz Withington X X

: : : Clir Adam Giles
Norwich City Council Clir Claire Kidman X X
Place Board Chair (Great Yarmouth & Waveney) Jonathan Barber X* X X
Place Board Chair (Norwich) Tracy Williams X X X

: Dr James Gair

Place Board Chair (North Norfolk) Dr Charlotte Florence X
Place Board Chair (West) Carly West-Burnham X X*
Place Board Chair (South Norfolk) Allan Petchey X X
Police and Crime Commissioner Sarah Taylor X*
South Norfolk District Council Clir Kim Carsok X X X
Voluntary Sector Representative Tim Gardiner X X X
Voluntary Sector Representative Dan Mobbs X X X
Voluntary Sector Representative Daniel Childerhouse X X
Norfolk Health Overview and Scrutiny Committee Clir Brenda Jones X
(Chair)
Suffolk County Council, Cabinet member for Adult Care | Clir Beccy Hopfensperger X
(Guest)
Suffolk County Council Representative (ICP) Nicholas Pryke X X X

University of East Anglia Representative (Guest)

Prof Nicole Horwood

X member attended, * Indicates Substitute attended
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Report to Norfolk and Waveney Integrated Care Partnership
Item No: 6

Report title: Preparing for Seasonal Pressures 2025/26
Date of meeting: 03 December 2025

Sponsor: Ed Garratt, Chief Executive, NHS Norfolk and Waveney
Integrated Care Board
lan Wake, Executive Director of Adult Social Services,
Norfolk County Council

Reason for the Report

The winter period can impact on the health and wellbeing of our population, with
health conditions that can be worsened by cold weather, higher incidences of
seasonal illnesses, and impact on wider social wellbeing. Our system often faces
greater pressures in winter which are managed by all partners in our Integrated
Care System (ICS). Services across England continue to be under pressure ahead
of further expected seasonal demand through the winter period. This report
appraises the Integrated Care Partnership (ICP) of work being undertaken to
support our residents, and a resilient system, to face the impact of the 2025/26
winter.

Report summary

As with last year, our ICS has not experienced a summer where pressures have
abated. National planning priorities from NHSE England have been detailed,
including significant focus on Urgent and Emergency Care requirements. We also
face the additional challenge this winter of pressures all Partner’s budget. Actions to
mitigate the risks presented by the winter season need to be taken within this
context, with only utilisation of existing funding streams to deliver the winter
framework. Winter planning focuses on predominantly operational and tactical
actions. However with changing local and national landscape there could be an
opportunity to shift to a more strategic and preventative approach in the future.

Recommendations
The ICP is asked to:
a) Receive the report on the Winter Planning in 2025/26.
b) Offer guidance and comment on winter planning, including how seasonal
planning could align with a longer term strategic and preventative approach
being developed local and national policy changes.

1. Background

1.1 Although winter is not an emergency or considered an unusual event, it is
recognised as a period of increased pressure due to demand both in the

12



1.2

1.3

2.1

211

21.2

complexity of people’s needs and the capacity demands it places on resources
within health, social care, and the wider Integrated Care System (ICS).

ICS winter planning establishes a dynamic plan, where activity will adapt and
change to respond to developing needs and policies. It sets out initiatives that
should also align with wider national priorities, given the cross-cutting impact
of winter, and focuses on both urgent and emergency care and community-
based preparedness.

Winter 2024/25 saw national pressures across Urgent & Emergency Care
(UEC) services, leading to the declaration of a regional level 3 incident due to
demand. As a result, the Department of Health & Social Care (DHSC) and
NHSE England (NHSE) issued clear guidance and set expectations for
2025/26 in the UEC Plan 2025/26. The plan outlined the need to ‘work around
the clock to prepare for winter’ and improve patient outcomes. In July, the
National Director of Urgent and Emergency care and Operations wrote to all
NHS Trust CEOs to confirm assurance that each board will have ‘robustly
tested the key lines of enquiry to make sure patients can access the care they
need this winter’.

Proposal

There are national expectations established via NHSE guidance that include
ramifications for ICS partners, in both the planning and delivery of support. In
June 2025, NHS England published the 2025/26 Urgent and Emergency Care
(UEC) Plan which outlines requirements on ICB’s and providers to ensure
work ‘around the clock this summer to prepare for winter’ to improve patient
outcomes. The key expectations include:

A focus on priorities that will have the biggest impact on UEC improvement
this winter: eradicating lengthy ambulance handover delays; performance
targets for attendance at A&E, hospital admission and discharge.

Commit to developing and testing collective winter plans including via looking
resilience exercises supported by regional NSHE teams.

System (ICS) plans, led by Norfolk & Waveney Integrated Care Board (ICB),
that include actions to: improve vaccination rates; increase the number of
patients receiving care in primary, community and mental health settings; meet
the maximum 45-minute ambulance handover time standard; improve flow
through hospitals with a particular focus on patients waiting over 12 hours and
making progress on eliminating corridor care; set local performance targets by
pathway to improve patient discharge times.

13



2.2

2.3

24

2.5

3.1

3.2

3.3

Given the challenges the system faced approaching and through last winter,
this years planning commenced with provider and system debriefs to identify
lessons learnt. Planning work had commenced when the NHSE UEC Plan
included winter requirements published in June. Our system established some
modelling principles with the Intelligence Function producing a flexible model
to support provider and alliance planning through June & July. Mature plans
have been assured at ICB Executive Committee early September and
reviewed by the NHSE Regional team. A whole system desk top exercise was
undertaken on the 4th September to test possible scenario’s using the national
format ‘exercise Aegis’.

Publication of national social care winter guidance has taken the form of a
letter from Department of Health and Social Care in 2025/26, published in
October 2025. It highlights key areas of existing national focus that should be
prioritised during winter such as:

e Business continuity and working with providers.

Housing and homelessness.
Support for unpaid carers.

As part of a national survey by the Association of Directors of Adult Social
Services (ADASS) on winter planning in 2024/25, the importance of care at
home, intermediate care and information and advice were been highlighted. A
focus on prevention of admission to hospital or residential care is
recommended, as a means to reducing pressures across health and social
care across winter.

An important consideration annually in winter planning is availability of
resource. Currently partners within the ICS are expecting to delivery within
existing budgets, with no additional winter funding announced or anticipated.

Impact of the proposal

In developing our plan for the winter period, there was engagement with a
wide range of teams and key external partners. Engagement is a key part of
both providing visibility on our planning and supporting teams to prioritise
winter in their workplans.

Our approach to winter planning will build on the approach we have
established since the COVID-19 Pandemic: to develop a framework of actions
that mitigates the impact of winter whilst providing sufficient flexible and
adaptive approaches as wider ICS plans, national guidance and the impact of
winter evolves.

National priorities will be reflected in winter planning. Across Norfolk and
Waveney, UEC services continue with recovery towards achievement of NHS

Preventing avoidable hospital admissions and supporting timely discharge.

14



3.4

3.5

3.6

3.7

3.8

3.9

England’s 25/26 constitutional standards. In addition, the ICB is striving to
maintain elective care and planning for the potential impacts of:

o Winter weather

e Further spikes in Seasonal iliness (Flu)

e Potential for industrial action across multiple sectors

e Concurrent incidents

e NHS restructure

The system plan brings together key aspects of individual provider and
alliance plans aimed at managing the expected demand over the winter
period. These individual plans provide operational levels of detail (E.G: bed
modelling) with effectiveness being managed at site level and reported
through system governance forums.

There is a focus on processes to monitor operational pressure and a
framework to ensure all partners have a shared situational awareness, linked
to Command, Control & Coordination principles to support decision making
(E.G: Planned Operational system and Strategic calls in place).

A key aspect will be System Control Centre monitoring the system through
Autumn against the predictive modelling to ensure we respond proactively to
minimise the impact of additional demand/ pressure.

Adult Social Services, in partnership with wider ICS partners, is taking
significant steps to ensure preparedness this winter that aligns with its wider
strategic plans, including the Better Care Fund. We have refined our ASSD
winter framework this year, to reflect the following increasing priorities for this
winter:

e Continued focus on intermediate care — given its vital importance to
supporting people to remain at home, and return home after crisis, during
winter.

e Additional focus on our resilience structures and embedding them in our
system response.

¢ |dentifying clearer methodology to understand how we are delivering
against the framework.

Including these refinements, the five key strategic priorities locally for Adult
Social Services are detailed below, followed by the seven key tactical
priorities.

Adult Social Services Strategic Priorities:

¢ Meeting People’s needs - Ensuring people can access the support they
need during winter is important in delivering consistent health and
wellbeing outcomes. Our winter framework will address this through.
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3.10

3.11

3.12

3.13

41

e Resilient communities - Support for people in the communities in which
they live will ensure that we mitigate some of the challenges we see during
winter.

e Supporting our workforce - Our workforce is our key asset in supporting
people with their health and wellbeing, and this is more important than ever
during the winter period.

e Working together in winter conditions - Winter presents a series of external
challenges relating to weather, energy, and illness, which require individual
and collective action.

e Resilient structures - Our resilience structures are key to responding during
winter incidents, and should be embedded in how we support wider system
response.

Adult Social Services Tactical Priorities:

e Intermediate Care

e Urgent and Emergency Care (UEC) Infrastructure
e Community and Admission Avoidance

e Access to Long Term Care

e Business Continuity and Resilience

e Vaccination and IPAC

e Communications

Integrated Care Board Assurance Statement: Each ICB CEO & Chair is
required to sign off the systems Board Assurance Statement with submission
to NHSE by the 30th September 2025. This document provides confirmation
that all key considerations have been met.

A full Equality Quality Impact Assessment (EQIA) has been undertaken on the
system plan by the UEC Quality Lead, with NHS providers also completing
one for their individual plans. Key points:

e Workforce capacity issues

¢ Increased activity and associated impact on patient flow

¢ No national discretionary winter funding for 25/26 winter period

o Staff wellbeing, moral and burnout

e Public trust and reputational damage

e Capacity constraints in community providers

¢ Vulnerable groups, such as traveller having limited access to comms

In addition to the ICB assurance process each NHS Provider - QEHKL,

NNUH, JPUH, NCHC, ECCH NSFT and EEAST — have completed their own
Board Assurance process.

Evidence and reason for Decision

The winter plan has been developed based on the evidence of effective
working during previous winters, and national and local priorities. It offers a
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responsive way forward based on the current available evidence of how
demand my rise over the winter period.

5. Alternative Options

5.1  The proposals presented have been developed over time with partners and
are seen as the most appropriate solution to respond to the pressures within
the social care and health system, within the current financial envelope.

6. Financial Implications

6.1  Planned work falls within the parameters of annual budgets. There have been
no new announcements thus far from the Government around additional
funding over the winter period. The plan is a dynamic one with the provision to
scale up activity should further national funding become available.

7. Resource Implications

7.1 Workforce: There are no workforce implications foreseen beyond those
outlined in section 3 and the appendices.

7.2  Property: There are no property implications foreseen.

7.3  IT: There are no IT implications foreseen beyond those outlined in section 3
and the appendices, regarding use of technology for specific actions (such as
Al use for Proactive Intervention falls prevention).

8. Other Implications

8.1  Legal Implications: There are no legal implications foreseen.

8.2 Human Rights Implications: There are no Human Rights implications foreseen.

8.3  Equality Impact Assessment : EqlA assessments are completed on individual
service activities as required.

8.4  Data Protection Impact Assessments (DPIA): This decision will not impact on
any collection or processing of personal data.

8.5 Health and Safety implications: There are no Health and Safety implications
foreseen.

8.6  Sustainability Implications: This proposal should have a neutral environmental
impact.

8.7  Any Other Implications: N/A

Officer Contact
If you have any questions about matters contained in this paper please get in touch
with:

Officer name: Nick Clinch
Email: Nicholas.clinch@norfolk.gov.uk

Officer name: Ross Collett
Email: Ross.Collett@nhs.net

VTRAN If you need this report in large print, audio, braille, alternative
. format or in a different language please contact 0344 800 8020
communication forall - 9344 800 8011 (textphone) and we will do our best to help.
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Appendix 1: Summary of ‘Exercise Aegis’

A whole system day event was conducted on the 4" September to test our plans
against nationally written scenarios set against three time periods from Baseline
pressure in early November rising to extreme pressure in early January. We had 64
representatives from across the system, support from SNEE and regional colleagues.

The scenarios were designed to test systems and answer six strategic questions:

a. What is the governance and decision-making framework in your system to
manage winter pressures? How are decisions made, escalated, and communicated
across the system? How does this work out of hours?

b. Do all partners have a common information picture to inform decisions, including
early warning and health surveillance data, and agreed and consistent measures of
operational pressure? How does your system maintain awareness of the situation
and real time visibility of pressures across the system for all partners?

c. How will the system assure itself that safe services are being maintained, and
what routes of escalation and action exist when this is not the case?

d. What opportunities exist to try new and different approaches this year, to change
our approach and ensure a better winter than last for patients and staff?

e. How will your system prioritise financial and operational planning guidance
commitments through the winter period?

f. What is your overarching strategy for communicating with the public and with staff
throughout winter pressures?

Key areas of learning and actions from Exercise Aegis:
« Staffing Challenges and Workforce Mobility:
o ongoing staffing shortages,
o the impact of ongoing restructuring
o the complexities of workforce mobility and passporting across trusts
o Need for shared staff banks

Highlighted both the operational and welfare challenges for staff and the need for
more flexible, localised solutions.

o System Coordination and Escalation Processes:

o review and revise the Norfolk and Waveney Surge and Escalation Plan
and update/revise the local Action cards.

o evolve the System Coordination Centre (SCC) approach to focus on
rising system risk, taking pre-emptive actions and holding proactive, by
exception, system calls (aiming to improve winter readiness and
coordination across providers).

18



o

shift in SCC's role to manage rising system risk utilising the system
early warning triggers. System calls to become more action-oriented
and responsive to emerging issues rather than routine status updates.

re-introduce Intelligent Conveyancing Protocols for Norfolk and
Waveney to streamline patient transfers during surges, reducing the
need for ad hoc system calls and ensuring all partners are aligned on
how and when to enact these measures.

Primary Care Resilience and Engagement:

o

o

o

strengthen primary care resilience,
improve data sharing with and by GP practices,

ensure primary care voices are integrated into system planning, (noting
the importance of understanding practice-level challenges).

primary care to articulate specific challenges faced during winter, such
as access to diagnostics or PPE, so that system partners can provide
targeted support. They noted that while there is willingness among
providers to help, actionable intelligence is often lacking.

Data Sharing and Local Intelligence:

o

Consider options to include quality indicators within the key escalation
metrics

timely sharing of local intelligence and trends, particularly to support
early intervention and coordination during surges.
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Appendix 2: ICB Winter Planning 25/26

Winter Planning 25/26

Board Assurance Statement (BAS)

Norfolk and Waveney Integrated Care
Board (ICB)




Introduction

1. 1. Purpose

The purpose of the Board Assurance Statement is to ensure the ICB’s Board has
oversight that all key considerations have been met. It should be signed off by both
the ICB Accountable Officer and Chair.

2. 2. Guidance on completing the Board Assurance Statement (BAS)

Section A: Board Assurance Statement

Please double-click on the template header and add the Integrated Care Board’s
(ICB) name.

This section gives ICBs the opportunity to describe the approach to creating the
winter plan, and demonstrate how links with other aspects of planning have been
considered.

Section B: 25/26 Winter Plan checklist

This section provides a checklist on what Boards should assure themselves is
covered by 25/26 Winter plans.

3. 3. Submission process and contacts

Completed Board Assurance Statements should be submitted to the national UEC
team via england.eecpmo@nhs.net by 30 September 2025.
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Section A: Board Assurance Statement

Assurance statement Confirm | Additional comments
ed (Yes |or qualifications
/ No) (optional)

Governance

The Board has assured the ICB Winter Plan for | Yes Presented to Board

2025/26. 24/09/25

A robust quality and equality impact Yes Presented to Board

assessment (QEIA) informed development of 24/09/25

the ICB’s plan and this has been reviewed by

the Board.

The ICB’s plan was developed with appropriate | Yes Engagement through our

levels of engagement across all system Strategic Operational

partners, including primary care, 111 providers, Delivery Group, UEC

community, acute and specialist trusts, mental Group, Alliance Forums

health, ambulance services, local authorities and via Exercise Aegis

and social care provider colleagues.

The Board has tested the plan during a Yes N & W winter planning

regionally-led winter exercise, reviewed the exercise took place on

outcome, and incorporated lessons learned. 4th Sept 2025, with
regional feedback being
delivered on 7t October
2025. Outcomes being
reviewed and collated, to
inform actions and Task
and Finish Groups

The Board has identified an Executive Yes Mark Burgis, Exec

accountable for the winter period, and ensured Director for people and

mechanisms are in place to keep the Board communities

informed on the response to pressures.
Regular updates
provided to Exec team
via UEC Board and the
Commissioning and
Performance Committee

Plan content and delivery

The Board is assured that the ICB’s plan Yes

addresses the key actions outlined in Section B.
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The Board has considered key risks to quality Yes

and is assured that appropriate mitigations are
in place for base, moderate, and extreme
escalations of winter pressures.

The Board is assured there will be an
appropriately skilled and resourced system
control centre in place over the winter period to
enable the sharing of intelligence and risk
balance to ensure this is appropriately

managed across all partners.

Yes

Exercise Aegis tested
these escalations and
the system response.
Key risks identified in
QIA, EHIA and BAF.

The System Control
Centre has full
resourcing for
Operational managers at
time of report.

ICB CEO/AO name

Date

ICB Chair name

Date
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Section B: 25/26 Winter Plan checklist

Checklist Confirmed |Additional
(Yes / No) |comments or
qualifications

(optional)

Prevention

1. Vaccination programmes across all of the | Y€S A vaccination
priority areas are designed to reduce programme is in place

. , in line with the
complacency, build confidence, and .

. . . requirements set out
maximise con.venlence..Prlorlty in the UEC plan
programmes include childhood 20/26. Vaccine
vaccinations, RSV vaccination for pregnant programme board
women and older adults (with all of those meetings are held
in the 75-79 cohort to be offered a weekly. Monitoring of
vaccination by 31 August 2025) and the vaccination rates via
annual winter flu and covid vaccination local dashboard and
campaigns. FDP.

2. In addition to the above, patients under the | Yes There is an anti-viral
age of 65 with co-morbidities that leave access pathway in
them susceptible to hospital admission as place. The current
a result of winter viruses should receive pathway remains that
targeted care to encourage them to have any eligible patient
their vaccinations, along with a pre-winter that tests positive
health check, and access to antivirals to must contact NHS 111
ensure continuing care in the community. for triage and they

will, if necessary, be
assessed through
CCMS by 1C24 — this
is a well-established
service in Norfolk &
\Waveney ICB.

Yes Clinical risk

. Patients at high risk of admission have

plans in place to support their urgent care
needs at home or in the community,
whenever possible.

stratification tools
have been agreed
with General
Practices as part of
this year's contract to
improve the care for
patients with long
term condition and
prevent unnecessary

admission to
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Capacity

4. The profile of likely winter-related patient
demand across the system is modelled
and understood, and individual
organisations have plans that connect

together to ensure patients’ needs are met,

including at times of peak pressure.

5. Seven-day discharge profiles have been
shared with local authorities and social
care providers, and standards agreed for
P1 and P3 discharges.

6. Action has been taken in response to the

Elective Care Demand Management letter,

issued in May 2025, and ongoing
monitoring is in place.

Leadership

7. On-call arrangements are in place,
including medical and nurse leaders, and
have been tested.

Yes

Yes

Yes

Yes

hospital. People in the
community with a
learning disability
have annual physical
health checks
completed and a
health action plan is
agreed during this
process.

Modelling scenario’s
tested ahead of and in
the N & W winter
planning exercise on
4th September. Plans
are in place for
providers, as well as
across the system, to
manage demand
surges

All system partners
aware of seven day
discharge profiles.

Standards in place for
complex patient
discharges which are
monitored and
managed across the
system

The ICB is leading a
system approach to
demand management

In place in line with
our responsibilities as
a Category 1
responder
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8. Plans are in place to monitor and report | Yes Utilising the Shrewd
real-time pressures utilising the OPEL dashboard for
framework. monitoring and

reporting via the

standard reporting
processes. Early

\Warning scores (pre-

emptive system

triggers) are in
development

Appendix 3: NCC ASSD Winter Planning 25/26

1.1 Tactical Priority 1: Intermediate Care

Objectives:

Intermediate care provides support for a short time to help people recover and
increase their independence. It plays a crucial part in preventing acute hospital
admissions, admissions to long-term care, and timely discharge from hospital, and is
delivered through a range of community (within people’s own homes) and bed-based
models. ASSD has an important role to play in intermediate care, as a commissioner
and provider of a number of the community-based options, and in supporting
planning and assessment in advance of leaving intermediate care.

Over winter, we are likely to see times of pressure and spikes in demand (volume
and/or complexity of need). This could result in significant demand on intermediate
care services commissioned and provided by the council, such as reablement, and
increasing complexity and demand for services we provide after intermediate care,
such as home support and residential care. This is placed within a context of no
additional winter funding expected this winter.

Core objectives for ASSD include:

- Expansion of home-based reablement pathways - as an important preventative
response to support individuals in crisis and to support discharge home from
hospital;

- Increasing further the support we can provide to people with complex needs;

- Enabling residents to return home in a timely manner from hospital to an
environment that meets their needs;

- Supporting ICS ‘Homefirst’ principles, that promote flow through hospital
pathways to help people go home earlier;

- Continue to reduce utilisation of non-recovery short term beds, to ensure
individuals are able to return home, or when they need a bed-based temporary;
offer they receive the appropriate intermediate care support from ICS partners;
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- Social Care as part of wrap around support in a wider team (including primary
care and therapy teams).

Actions:

e The Better Care Fund plan for 2025-26 includes additional expansion of
reablement pathways (supported by additional allocated funding from the BCF),
including:

o Continued capacity brought online through Caring for Better Outcomes
(CFBO) (select Home Support providers delivering up to six weeks of
funded reablement for people leaving acute, community and mental health
hospitals on D2A Pathway);

o Expansion of dedicated double assist teams within NCC’s reablement
service, NFS, to increase further the support we can provide to people with
complex needs.

o Embedded Occupational Therapists within NFS to provide the opportunity
for all cases coming through reablement to be discussed with a therapist.

e A continually updated ‘Demand and Capacity Plan’ that models the impact of
winter over the season, so we can adapt and change as pressures increase.

e Extensive transformation of discharge processes over last 24 months including
opening direct referrals from hospital discharge teams in to reablement provision;

e Continuation of NHS funded additional intermediate care provision for patients on
discharge Pathway 3 (going to long term care following hospital), supported by
ASSD through access to the care market through sourcing teams.

e Recurrent investment in District Direct Services confirmed, to stabilise service
provision which plays an important part in delivery of discharge over winter.

Example learning approach

Ways we will understand our delivery include:

e Learning from how we enable people to maximise their independence
through an appropriate recovery offer on discharge.

Taking insight from:

e Referrals accepted in recovery services, including reablement;
e Short Term Beds (non-recovery);
e New Purchase of Care packages on discharge.
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1.2 Tactical Priority 2: Urgent and Emergency Care (UEC) Infrastructure

Objectives

The delivery of urgent and emergency care is a key system-wide priority over winter,
with partners in the ICS working collaboratively to develop and deliver urgent care
services so that people will always be able to access the most appropriate care for
their needs

Core objectives for ASSD include:

- Effective, resilient multi-agency, multi-disciplinary teams (MDT) of health and social
care staff support unplanned response and transfer of care from hospital to
community;

- Supporting urgent and emergency care flow through contributing to admission
avoidance, alternatives to admission and rapid discharge through integrated health
and social care community services;

- Supporting flow through intermediate care services, through delivery of timely care
act assessments and consequently improving long term outcomes for people and
families;

- Supporting residents with frailty as part of a whole system response;

- Providing practical help to adults with an urgent, unplanned need at home. This
includes support for people who have fallen over.

Actions

- Integrated Transfer of Care Hubs, including ASSD team members, operating
effectively and resiliently over the winter period, through:

o Operating 7-days;

o Co-location of wider system operations teams and central Transfer of Care
Hub team; and wider effective collaboration across all Places health and
social care teams;

o Regular health and social care leadership discharge working group
increased cadence during winter.

o Daily oversight by flow co-ordinator of all non-criteria to reside (CTR),
focus on longer stay non-CTR with proactive and frequent collaboration
with health and social care colleagues to unblock challenges.

- Swifts / Night Owls providing a 24-hour service over winter that delivers practical
help to adults with an urgent, unplanned need at home. This includes support for
people who have fallen and emergency respite for people whose carers are
admitted to hospital.

- Support for residents in need of urgent care in the community via the ICS Urgent
Care Coordination Hub (UCCH), of which social care is a team member:

o Social Care team (Swifts) as part of the MDT in the UCCH alongside
Nursing, Paramedics, GP’s, and Allied Care Professionals, continuing to
maximise existing resource through integrating working along with system
partners;

o Support increasing community capacity for urgent response, including a
focus on increasing the volume of 999 calls that can be closed remotely
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via consultation, advice, prescribing and navigating patients to the best
service to meet their needs.

o Efficiencies created through adopting a Trusted Assessor model with
community services, reducing the need to re-triage and re-contact patients
in order to create more face-to-face deployable capacity.

o Supporting the system to identify Mental Health representation within
UCCH to manage MH crisis.

Delivery of new (24/25) model of Community Social Workers aligned to each
community hospital unit.

Additional agency Social Work capacity for 6 months to support residents in
NNUH.

Commencement of frailty unit collaboratively between NCH&C, NCC and NNUH
within emergency areas of NNUH. Aim to increase opportunities for frail older
people to be identified earlier, complete required geriatric assessments and
interventions, and be safely discharged same day or within 72 hours.

Example learning approach

Ways we will understand our delivery include:

e Learning from how we support timely discharge from hospital, avoiding delays
and supporting people to leave earlier

Taking insight from:

1.3

¢ Non-criteria-to-reside (NCTR) length of stay (LoS) by Discharge to Assess (D2A)
pathway;
o Discharges by D2A pathway (Taken from NHS data returns).

Tactical Priority 3: Community and Admission Avoidance

Objectives

Core objectives for ASSD include:

Proactively identifying people at risk of deterioration and intervening to mitigate
the risk;

Community Health and Social Care in-reach;

Supporting key groups (carers) health and wellbeing.

Actions

An important part of supporting people over winter is preventing the need for
unplanned support, such as intermediate care. In advance of this winter, our
‘Proactive Intervention’ programme has been developing approaches to how we
transform the way in which Norfolk offers support proactively to its residents
using advanced analytics approaches and a suite of interventions to reduce falls
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occurring. Commencing at scale in August 2025 our Proactive Intervention model
is Identifying people using advanced Al technology who are at risk of crisis
escalation — using risk of serious falls as a means of identifying people at risk of
deterioration. Intervening to mitigate the risk, contacting people directly and
providing tailored interventions from across health, social are and VCSE.
Engaging ¢.12,080 people at risk, ¢.25% of those over 25/26 winter.

- Community Health and Social Care in-reach at hospital front door and support
flow through admission avoidance, alternatives to admission or for rapid
discharge.

Ensuring the Better Care Fund (BCF) includes replacement care opportunities and
at point of discharge we are taking carers views and circumstances into account at
discharge. The Carers Matter Norfolk service offers Information advice, assessment
and support, carers breaks, access to a health and wellbeing fund and welfare
advice.

Example learning approach

Ways we will understand our delivery include:

e Learning from how we enable people to remain independently within their
own home.

Taking insight from:

e Outputs/outcomes delivered via Proactive Intervention programme;
e Better Care fund metrics.

1.4 Tactical Priority 4: Access to Long Term Care

Objectives

Core objectives for ASSD include:

e Supporting care providers during the winter period;

e Supporting residents with care and support needs is one of the core
responsibilities for practitioners working within Adult Social Services, and
important to support during winter pressures as a vital element of the care and
support system,;

Enabling visits between loved ones in care settings.
Actions
e ASSD has seen strong improvements over the year that will support people to
access long term care and support when they need it. There has been a

continued stabilisation in the number of cases on the Interim Care List during
the year, which indicates there is good capacity within the local Home Support
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sector. ASSD has also see improvements in access to residential settings
which has also supported access to services.

(x axis: Years; Y axis: no. of residents on the interim care list)

To support residents over the winter period, actions being taken by ASSD in
partnership with wider stakeholders will contribute towards resilience during
seasonal pressure:

Care Act Assessments and Reviews of Care & Support Plans — Supporting
residents with care and support needs is one of the core responsibilities for
practitioners working within Adult Social Services, and important to support
during winter pressures as a vital element of the care and support system.
Going into winter, there has been a continued focus on assessment for people
who need it.

Enable visits between loved ones in care settings - Enabling visits between
loved ones in care settings. Example actions include urgent response on-call
arrangements in place for concerns arising in care settings, and joint working
between the Integrated Quality Service, UKHSA EoE Health Protection Team
and Infection Control partners in promoting best practice and advising on risk
reduction whilst minimising social exclusion.

Example learning approach

Ways we will understand our delivery include:

Learning from how we support flow through recovery services
Learning from how we improve long term outcomes of people and families, reducing
the level of long term packages of care and residential admissions
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Taking insight from:

1.5

Length of stay within recovery service;
At home after 91 days (BCF);
Interim care list.

Tactical Priority 5: Business Continuity and Resilience

Objectives

Emergency planning and business continuity processes and structures are a key
part of how we ensure business resilience year round, and particularly important
during the Winter. As well as maintaining ASSD’s approach within a wider NCC
framework, as key partner within the ICS ASSD interacts with the NHS
processes and structures.

Core objectives for ASSD include:

A comprehensive resilience system, including business continuity plans;
Enhanced operational leadership for winter;
Effective processes in place to maintain flow during seasonal pressures;
Effective interaction with ICS System Oversight & Co-ordination.

Actions

Adult Social Services has in place a comprehensive resilience system, including

business continuity plans for the following key areas:

Commissioning Care Markets

Strategy, Assurance and Performance
Localities

Norfolk First Response

Communities, Prevention and Partnerships
Grays Fair Court - Norfolk First Response
Adult Social Safeguarding Team

Social Care Community Engagement
Emergency Duty Team

Adult Social Care Mental Health

NIPE Team

People From Abroad Team

Quality Assurance Practice and Governance
Social Care Community Engagement
Deprivation of Liberty

Public Health Services

Road Safety

Business Support

Sensory Support
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- Assistive Technology

A series of enhancements to ASSD’s resilience and business continuity approach
have bene made in advance of winter, including:

- Updated action cards;

- Reviewed approach to departmental deployment of silver (resilience)
structures in the event of an incident;

- Reviewed cascade approach to notifying staff.

e NCH&C/NCC staff rostering increasing service and staff resilience.

e Enhanced operational leadership for winter 2025 with 7 days system operations
service, 365 days a year and with updated On-Call manager structure linked to
operational roles.

e Assurance from all Places that there are effective processes in place to maintain
flow during seasonal pressures.

e Proactive operational planning for areas of peak pressure over winter.

e 7-day system operations since April 2025

e Existing review of key operational services staffing levels across peak demand
areas: weekends, bank holidays and times of extreme pressure, across health
and social care

e Shrewd system dashboard available to social care staff

e |CS System Control Centre (SCC) operates 7/7 to support the delivery of urgent
& emergency care, patient flow and discharge across our system. The dedicated
team supported by the on-call teams provides 24/7 cover.

Example learning approach

Each Business Continuity Plan (BCP) is subject to a comprehensive annual review,
led by designated Plan Owners and Plan Updaters, with support from Resilience
colleagues where appropriate. In addition to these full reviews, contact details within
each plan are verified biannually to ensure accuracy, and call cascade exercises are
actively encouraged to test the effectiveness of communication protocols during a
disruption.

To further strengthen preparedness, Resilience Teams provide Plan Owners with a
range of scenario-based exercises on an annual basis. These exercises are
designed to evaluate the robustness of existing plans and result in the development
of targeted action plans. Each action plan identifies areas for improvement and
includes defined timeframes for implementing necessary changes.

Lessons learned from real-life incidents are also incorporated into the planning cycle.
Feedback is gathered to assess what was effective and what areas require
enhancement, and this insight is used collaboratively with Resilience colleagues to
drive continuous improvement.

Additionally, Business Impact Analysis (BIA) is conducted every two years to review
and validate Norfolk County Council’s critical activities. This ensures that essential
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services are maintained and that the organisation continues to meet its legislative
and regulatory obligations.

1.6 Tactical Priority 6: Vaccination & IPAC

Objectives

e Effective infection, prevention and control measures in place and joint working
approach with wider ICS;
e Promoting winter vaccinations for staff, residents and their family and friends.

Actions

¢ Infection, prevention and control protocols in place to manage and contain
outbreaks of flu,COVID-19 and other respiratory virus's - supporting and the care
market to ensure a consistent IPAC approach. Examples include the Integrated
Quality Service supporting Public Health and Infection Control partners in
promoting best practice to care providers and advising on risk reduction whilst
minimising social exclusion in care settings.

¢ Joint working across health and social care to promote vaccination programmes

for staff, residents and their family and friends. Key system messages include:

o Handwashing is a simple yet powerful tool in preventing the spread of winter
viruses. “By taking just 30 seconds to wash your hands properly, you can
protect yourself, your loved ones, and your community from illnesses like flu
and COVID-19. Small actions like this can have a big impact on public
health."

e For all infection outbreaks during the winter period N&W ICB IPAC team attend
outbreak meetings to ensure effective IPAC management to optimise patient
flow and ensuring patient safety.

e N&W ICB IPAC team will work with the Local Authority and Care Homes to
ensure appropriate Winter well messages are sent out to the public to influence
admission avoidance.

e Where the system moves into extremis N&W ICB IPAC team will work with
IPAC team provider colleagues to produce an extremis paper identifying any
areas around IPAC management that can be instigated temporarily to improve
patient flow.

1.7 Tactical Priority 7: Communications

Objectives

e 25/26 communications campaign building on the success of 24/25 campaign (For
24/25 we ran our annual Warm and Well Winter Campaign jointly delivered by
Norfolk County Council and the Norfolk and Waveney ICS. The campaign aimed
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to boost uptake of flu, COVID-19, and RSV vaccines; promote self-care and
mental wellbeing; and raise awareness of financial hardship support. The
campaign achieved strong digital reach and engagement, including over 570,000
social media views, 8,000+ clicks, and 9167 visits to the Warm and Well website.
Targeted advertising through Fonemedia and Facebook supported key groups
including parents, the elderly, and those seeking financial advice. Press, radio,
and outdoor advertising further amplified the message).

e Using a test and learn approach we will continue to use the most effective
channels proven to work in previous Warm and Well campaigns.

Business Objective

e To ensure better health outcomes for people across Norfolk and Waveney during
the Winter period 2025-26.

e Raise awareness and uptake of the range of additional support services available
across Norfolk & Waveney.

Core goals and key messages

e Choosing the right health service. Reduce pressure on A&E by
encouraging public to visit/use other health resources (minor injuries unit,
walk in centres, pharmacy, 111, GPs)

e Vaccinations. Support the early uptake of the flu and RSV vaccine, if eligible

e Mental health. Support people to care for their mental health and signposting
to resources

e Winter wellness and resilience. Encourage the public to look after their
health through a range of self-care tips and advice, including looking out for
older or vulnerable friends, neighbours, and family

e Prevention and self-care. Remind people of practical steps they can take to
be prepared for winter and help prevent health problems from developing and
getting worse.

e Hardship support. Improve awareness and uptake of hardship support and
services available. NB Dial up only where demand is low.

Actions

e For winter 2025-26, a Winter communications campaign jointly with the ICB
that will focus on prevention and run in phases from October. An earlier
launch compared to last year together with our Healthy Ageing campaign
which ran from late September further promoting the importance of
vaccinations amongst older residents will help drive the messages around
vaccination Messaging will be weighted heavily from Oct — December to
encourage early take up of vaccinations and preparation for the winter period
and will continue through to the end of winter. There will be a mix of digital
and non digital channels used across the county to ensure widespread
awareness. Key elements include:



o Empowering the public to practice self-care and understand what
services are available—particularly during bank holidays and adverse
weather;

o Vaccination will remain a core focus, promoted as a key line of defence
against seasonal illness. The campaign will also integrate mental
health and wellbeing messaging, recognising the seasonal rise in
issues such as social isolation, reduced daylight, and financial
pressures. Additional messages around carer support will also run
frequently to encourage people to set up an emergency carer plan.

o Messages around Pharmacy First and 111 will run throughout the
period to educate families / older residents around the alternatives to
GP appointments or A&E.

o Where demand of support services is low hardship support messages
will be delivered via social media and warm home messages will be
delivered in the run up to cold snaps; social isolation messages will be
promoted throughout the campaign building awareness of the
community events being held in Norfolk libraries and the free hot drinks
that are on offer.

o Budget will be split between Public Health with ICB as a genuine
partnership campaign.

¢ Norfolk Care Careers TV/Radio/Digital campaign in Sept - Nov 2025
promoting Care as a career to Norfolk residents ahead of the winter season to
try to attract more people into the sector.



Report to Norfolk and Waveney Integrated Care Partnership

Item No: 7

Report title: Health Inequalities update report
Date of meeting: 03 December 2025

Sponsor: Suzanne Meredith, Acting Director of Public Health,
Norfolk County Council and Associate Director
Population Health Management, NHS Norfolk &
Waveney Integrated Care Board

Reason for the Report

To provide assurance on progress made in relation to the Integrated Care System
(ICS) Health Inequalities Strategic Framework for Action and its associated
commitment. This report also seeks agreement from the Integrated Care
Partnership (ICP) on the proposed recommendations to maintain momentum.

Report summary

This report provides and overview of the Health Inequalities Strategic Framework
for Action, outlines key progress to date on the year 2 priority actions, and includes
updates on each of the three leadership groups. Three recommended actions for
ICP members are set out below.

Recommendations
The ICP is asked to:

a) Within your organisations, enable your workforces to support shaping the
Health Inequalities Resource Hub and promote use of it to build capacity in
tackling health inequalities.

b) Support increased collaboration between Suffolk and Norfolk health
inequalities workstreams, identifying opportunities for shared learning, joint
initiatives, and aligned strategic planning.

c) Support the actions and development of the three leadership groups, which
include but are not limited to:

e Developing a systems approach to community connection.

e Further development of the SmokeFree Homes project & future
business case for Active NoW.

¢ Enhancing the system’s Health Inequalities Advocacy Programme.

1. Background

1.1 The Health Inequalities Strategic Framework for Action was endorsed and
agreed by the ICP in June 2024. At that time, partners committed to
implementing the Framework and agreed to provide oversight through bi-
annual progress reports.
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1.2  The Health Inequalities Strategic Framework for Action sets out four key
priority areas: Living & Working Conditions, Lifestyle Factors, Healthcare
Inequalities, and Creating the Conditions for Success.

1.3  The year 2 priorities endorsed by the ICP in March 2025 are set out below:

Year 2 Priority Actions

An online space for ICS access Strengthen system Refresh the Health
to tools, training and case understanding around Inequalities Commitments
studies to enable the sharing of proportionate universalism programme, with emphasis
best practice and equip staff to (equitable investment), upon Health Inequalities
tackle Health Inequalities in building on system and leaders and advocates.
their role. Support the roll out of national learning.
a wider Advocacy programme
across the system.

Advocacy Programme Place Based Working

Further develop a system Bottom-up approach, utilising Development of year 2 Action
Advocacy programme, national Neighbourhood Plans for all 3 leadership

supported by ICS resources.
Organisational networks to be
supported by a named Health

Guidance and building on
Health Inequalities is a cross-
cutting theme. Embedding

groups (HITG, HIOG and LWC).
Support the development of
organisational improvement

Community Voices as a tool
for engaging with underserved
communities.

Inequalities lead. plans, in line with self-

assessment outcomes.

2. Health Inequalities progress update

2.1 Programme Coordinator: A programme coordinator was appointed in July
2025, to work in a matrix role across Norfolk Public Health’s Health Inequalities
team and Norfolk & Waveney Integrated Care Board’s (ICB) Health Inequalities
and VCSE team. The coordinator is responsible for progressing the agreed year
2 priority actions, supporting the development of Living & Working Conditions
Group, and strengthen alignment between all the leadership groups.

2.2 Year 2 priority actions update:

2.2.1 Resource Hub: Development of a digital resource hub is underway to support
the ICS workforce in tackling health inequalities with their roles. The hub will
be hosted on Knowledge NoW, and will include links to webinars, articles,
training, data and intelligence (including available tutorials). It will provide
explanations of approaches to reducing health inequalities and share
accessible bite-size briefings on key topics making them easier to understand
and apply to practice, such as proportionate universalism, Core20PLUS5
approach, inclusion health and Marmot Places. Additionally, a private
community of practice area is being scoped to enable the workforce to share
learnings, case studies, and ideas.



2.2.2

2.2.3

Advocacy Programme: Work to Date: The Advocacy Programme has been
developed off the back of the national Core20Plus Ambassador Programme;
key achievements include:

¢ Engaging Ambassadors/Advocates from across the ICS, including health,
local government and the VCSE sector.

e Establishing an active local network of Ambassadors/Advocates aligned to
the national NHSE Core20Plus Ambassador scheme.

e Delivering Population Health Management training, drop-ins and a range
of topical sessions.

e Creating a consistent learning mechanism that provides collaborative
opportunities and peer connections for quality improvement projects, such
as: High intensity users, diet and nutrition, children and young people
participation and co-production, improving patient access to interpretation
(Interpreters on Wheels), and supporting patients with complex medical
needs to access general dental services.

Development Plans: Following the recent decision to pause the NHS
England Ambassador programme nationally, Norfolk and Waveney will seek to
build on the existing local Ambassador network (cohorts 1, 2 and 3 - over 50
ambassadors) to transition expansion into a wider ICS Health Inequalities
Advocacy Programme over the next 3 months. The programme is being co-
designed with existing Ambassadors and will include:

e Celebrating the successes and work of the current Cohort 3 Ambassadors
and communicating this with the rest of the system.

e Consolidating all existing Ambassadors/Advocates/Champions across the
system to learn from their experiences so far including Champions resulting
from the Health Inequalities training delivered in Primary Care.

e Agreeing a common language i.e. Health Inequalities Advocates and co-
design a role profile.

e Grow a network of leaders across the system to support the embedding of
Advocates, utilising our existing leadership groups.

e Establish a key system offer to support Advocates e.g. utilising the ICS
Resource Hub to establish a Community of Practice to share learning and
collaborate, regular network meetings, online webinars, peer support and
more.

e The wider programme will be agile, responding to the needs of the system
during a time of change.

Communications & pledges (Self assessments): Following the launch of
the Health Inequalities Commitments in Year 1, with a focus on the ‘Equip’
Commitment, an initial analysis has been undertaken of the self-assessments
received so far from the following sectors:

e VCSE Sector, 7 assessments

e NHS Provider, 3 Assessments

e Local Authorities, 2 assessments

e Other Sector, 1 Assessment

e Sector not specified, 2 assessments
In addition, all NHS Trusts, Foundation Trusts and the ICB have undertaken
an NHS Providers Health Inequalities Board Maturity Assessment. These

39



2.2.4

assessments are underpinning a joint action and resourcing plan, led by the
NHS Anchors Health Inequalities Leadership Group.

Early responses to the self-assessments demonstrate both challenges and
opportunities and Workforce needs identified through these assessments are
shaping the content of the Resource Hub:

Challenges: Limited resources and capacity, unclear governance structures,
gaps in data or analytical capabilities, contracting and operational barriers,
and uneven understanding of health inequalities.

Opportunities: Existing and planned frameworks and training programmes,
appetite for collaboration and shared learning.

Communications around the Self-Assessment and wider Health Inequalities
Commitments will be refreshed. Additional support will be provided in early
2026 to help organisations engage with the assessment tool, including smaller
organisations who have been missing from the data set to date. This support
may include peer support opportunities, a ‘how to guide’, drop ins, and more.

Suffolk & Norfolk collaboration: The new NHS Norfolk and Suffolk ICB
offers both Integrated Care Systems with an opportunity to share learning and
develop joint initiatives. Furthermore, Suffolk County Council and Norfolk
County Council have voted in favour of progressing a Mayoral Combined
Authority across Suffolk and Norfolk. This development strengthens the case
for aligned strategic planning around health inequalities, and there is appetite
to begin collaborative work across both systems.

Year 2 action plan development in Leadership Groups: Each leadership
group has been working on developing action plans for the framework’s
second year. Section three reflects progress made to date.

3. Leadership Groups highlight reports

3.1

Living & Working Conditions Group (LWCG): Three priorities make up The
LWCG’s focuses on three priorities, described as the building blocks for
wellbeing, having ‘a home, a job, a friend’. Progress under each priority is
outlined below:

1. A safe place to live (‘a home’)

e Strong links have been established with the Homelessness Forum, and
LWCG is considering its role in this and the ‘asks’ of the forum for
support.

¢ An opportunity has been identified to better understand disabled
facilities grant (DFG) independent living and housing adaptation
demand, capacity and possible integration opportunities with the
equipment service. LWCG are scoping how they could work through
blockages and challenges to ensure residents get more joined-up
support.

2. A meaningful occupation (‘a job’)
e The Health and Work Strategy Group (which reports into LWCG) has
been sighted on the wider health and work agenda, including Connect
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3.2

to Work and the Get Britain Working Local Plans for Norfolk and
Suffolk.

e LWCG has contributed to shaping these agendas and will continue to
explore their role in delivering the Get Norfolk/Suffolk Working Local
Plan’s ambitions in the coming months.

3. A supportive community (‘a friend’)

¢ Within this priority, LWCG have agreed to drive progress on a system
approach to community connection and capacity, a frequently identified
complex challenge. A joint workshop for our leadership groups will
facilitate participants to highlight and progress enablers in successful
health inequalities projects, with the intention of applying these to
community connection, ensuring support is targeted to those in most
need, and reviewing the balance between provision and connection.

e The group may also be a conduit for scaling and developing
neighbourhood level working happening within Health and Wellbeing
Partnerships.

Healthcare Inequalities Oversight Group

Community Voices Women’s Health Project

This project aimed to improve awareness, access and experiences of
women’s health services among underserved communities in Norfolk &
Waveney, focusing on women aged 40-60.

The project engaged 766 women in conversations led by trusted
communicators across 12 VCSE organisations, exploring topics such as
cancer screening, menstrual health, menopause, and sexual health.
Menopause emerged as the most discussed issue, with participants
highlighting barriers like shame, cultural stigma, poor experiences with
healthcare professionals, and lack of accessible information.

The project identified key enablers including community-based support,
empathetic care, and culturally responsive resources.

The evaluation revealed both intended impacts- such as empowerment,
improved health literacy and service navigation- and unintended ones like
strengthened community connection and changes in organisational policy.
Recommendations included enhancing visibility of inclusive support options
for women, strengthening cultural competency across the workforce, and
commissioning co-produced culturally responsive resources and services.
The recommendations are being implemented via the commissioning of
Women'’s Health Hubs in primary care, as well as the coproduction of
training with the VCSE sector and people with lived experience for the
primary care workforce.

Ambassadors/advocates programme

As set out in section 2.2.2, there has been significant activity to support
Cohort 3 of the national Core20Plus programme, including the
establishment of a local network.

This will be built upon to further expand the Norfolk & Waveney Health
Inequalities Advocacy Programme over the coming months.
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3.3

Strategic Commissioning Review

A strategic review is underway for 'Plus Groups', reviewing data, intelligence
and evidence-base on current outreach services commissioned by the ICB,
for example the Wellness on Wheels bus.
Recommendations will be provided for future commissioning options taking
into consideration other commissioning arrangements coming to an end and
consideration given to other interdependent services. The priority groups in
focus are ethnic minority communities, inclusion health groups, and Core20
coastal and rural communities.
Overarching outcomes of the future outreach offer aimed at Core20PLUS
communities include:

o Improving access and experience of services

o Increasing uptake of preventative interventions (health

checks/vaccines/screening)
o Increasing health literacy
o Increasing insights and collaboration with communities.

Health Improvement Transformation Group

SmokeFree Homes Social Housing project:

Over its first year, this project has addressed significant smoking
inequalities by working with district council housing providers and housing
associations to deliver behaviour change and brief advice training to
frontline staff, develop robust referral pathways into local Stop Smoking
Services, and implement policy changes to support smokefree
environments.

Targeted launch events and communications have driven engagement.
During the week of the launch events, SmokeFree Norfolk received 182
referrals, with 54 coming directly from SmokeFree Homes events and 66
being self-referrals into the main service

New resources and toolkits have been created for partners. The project
team were invited to help develop the OHID (Office of Health Improvement
and Disparities) East of England “Smoking Cessation Services for
Residents Living in Social Housing” maturity self-assessment tool for local
authorities, including a case study.

Next steps are being scoped to expand the project and further support the
creation of smoke-free homes.

Make Every Contact Count (MECC) and Behaviour Chage Training
Workforce Development Programme

The MECC and Behaviour Change Training aims to upskill and enable
workforces and residents to use evidence-based principles in enabling and
achieving healthy behaviours. HITG oversees rollout progress.

As of August 2025, over 1400 people across over 100 Norfolk organisations
have received training since the launch of the programme in September
2023. All attendees join a community of practice with monthly online
“‘masterclasses” to support embedding and developing skills.

Three-month follow-up surveys showed that knowledge and understanding
of MECC skills, knowledge of healthy lifestyle information, value of MECC,
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and confidence to have MECC conversations were all higher post training
and remained higher than pre-training after three months.

HITG are encouraging organisations to embed into practices and workforce
development plans.

Active NoW

The Active NoW model aims to support inactive populations, those with
identified long term conditions (LTC), and those that experience the
greatest inequalities, to more effectively access appropriate physical activity
opportunities to improve health and wellbeing.

Active NoW adopts an asset-based model: it doesn’t parachute in new
resources but enhances and develops existing assets and expertise in local
place-based delivery, via the Health and Wellbeing Partnerships.

Active NoW has received over 11,000 referrals since its launch in January
2023, with the highest referral conditions being Hypertension, Diabetes,
MSK and Mental Health concerns.

21% of all referrals are from Core 20 populations, with Core 20 referral
rates increasing to between 23%-50% in district areas with more deprived
MSOA'’s (Great Yarmouth, East Suffolk, Breckland and West Norfolk).

Of these referrals 69% have gone on to access physical activity, with 66%
of these still taking up activity 6 months later.

Active NoW has demonstrated a social return on investment of £22.45 for
every £1 spent in primary wellbeing value, and £1.55 for every £1 spent in
secondary system value, calculated through Sport England’s process,
endorsed by the treasury.

3.4  The Norfolk and Waveney ICS has made considerable progress in
implementing the Health Inequalities Strategic Framework for Action. Despite
significant change, local commitment to the approach remains strong. Key
actions going forwards for sustainable change include enhancing the
Advocates programme, action planning following organisational self-
assessments, and developing the resource hub. The work of the three
leadership groups demonstrates growing maturity in system-wide collaboration
and reflects a shared ambition to embed equity across services and
communities.

Officer Contact
If you have any questions about matters contained in this paper please get in touch

with:

Officer name: Abigail Langley
Telephone no.: 01603223962
Email: Abigail.langley@norfolk.gov.uk

IN A If you need this report in large print, audio, braille, alternative
VTRAN format or in a different language please contact 0344 800 8020

communication for all

or 0344 800 8011 (textphone) and we will do our best to help.
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Report to Norfolk and Waveney Integrated Care Partnership
Item No: 8

Report title: 2024/2025 Learning from Lives and Deaths: People
with a Learning Disability and Autistic People
(LeDeR) Annual Report

Date of meeting: 03 December 2025

Sponsor: Ed Garratt, Chief Executive, NHS Norfolk and
Waveney Integrated Care Board

Reason for the Report

This is the eighth Norfolk and Waveney (N&W) Learning from Lives and Deaths:
People with a Learning Disability and Autistic People (LeDeR) Annual Report. It
covers the reporting period from 1st April 2024 to 31st March 2025. All Integrated
Care Boards (ICBs) are required to have an established LeDeR programme within
their system. ICBs must publish a LeDeR annual report that describes progress in
completing reviews, interprets collected data and details completed and ongoing
service improvements in response to learning. The report also provides an
opportunity to reassess local priorities based on emerging themes or trends.

Report summary

Sadly, people with learning disabilities and/or autistic people continue to have a
significantly shorter life expectancy, on average more than 20 years younger than
the general population. They are also more likely to experience health inequalities
that lead to poorer access to care, experience, and outcomes, which can impact
significantly on physical and mental health and wellbeing, throughout the life span.
This inequity is something we wish to address within N&W, through a continuing
programme of change informed by learning from LeDeR. This year, the team
received more notifications and completed more reviews than last year, including a
great er number of autism only reviews. These have led to multiple actions and
changes to improve services for autistic adults.

The data presented in this report shows an increasing number of reviews for people
aged 65 and older. While the data sample is too small to comment on mortality
rates, it is heartening to see evidence of people living with learning disabilities
and/or Autistic people living into their older age. We can also see that the grading of
people’s quality of care continues to improve and a strong theme of prevention runs
throughout the report and into the actions and recommendations, aligning with the
fundamental national aspirations of the NHS 10 Year Health Plan for England.

The leading single cause of death of those reviewed was again pneumonia and
aspiration pneumonia, followed by cancer. However, the overall percentage of
combined pneumonias as the leading cause of death has decreased. The reviews
across the last year illustrate how early planning, collaborative working and good
practice around reasonable adjustments have been shown to manage complex
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health and social care issues, which can often intersect. We have more people dying
in their usual residence rather than hospital, and Recommended Summary Plan for
Emergency Care and Treatment (ReSPECT) forms are getting better. Yet, we still
see opportunities for improved planning and management of end-of-life care

There is evidence throughout the report of the importance of making access to
preventative treatment, including but not limited to immunisation and cancer
screening, more equitable. While there is still work to do in this area, we note that of
the people reviewed, there was an increase in pneumococcal vaccine uptake for
those people eligible, and flu vaccine uptake remains good. Also, the work and
engagement around health promotion and preventative health interventions has
supported an increased uptake in screening programmes.

The benefit of Annual Health Checks (AHC) is featured, demonstrating opportunities for
professionals to identify unmet and unrecognised health conditions, leading to earlier
treatment and improved outcomes. This is most impactful when combined with long term
condition reviews, providing a holistic approach. Our system has seen a consistent
improvement in AHC uptake; exceeding the national target of 75% for the first time,
including more young people aged between 14 and 17 accessing their AHC. Quality
remains an important part and there will remain continued work in building the value of a
person’s AHC and their health action plan, as well as trying to reduce the inequality of
performance across localities.

Recommendations
The ICP is asked to:
a) Agree and approve the reccommendations from the LeDeR annual report
and system learning.
b) Champion advocacy and inclusion for people with a learning disability and
autistic people in any discussion and/or decision that may impact their
health and wellbeing.

1. Background

1.1 The LeDeR programme reports on deaths of people with a learning disability
and/or autism aged 18 years and over. As at the end of March 2024, 6,965
people were registered with GP practices as having learning disability in N&W,
out of a total population estimate of 1,032,472.

1.2  This report covers reviews completed in the 2024/2025 year. The deaths
reviewed cover a longer period with the earliest having occurred in 2021. This
is due to death reporting delays but also delays in the review completion.

1.3  Last year our team presented the 2023/2024 Annual LeDeR Report for the
second time.

1.4  The LeDeR programme is not mandatory so we may not have complete
coverage of all deaths. Our data set is small as such data and trends must be
interpreted with caution. Our priority is to present “the current picture” as to
gaps in service quality, provision and learning.
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24

2.5
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2.8
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2.10

2.11

212

2.13

2.14

Key Highlights from the LeDeR Annual Report 2024-2025

The team has continued to work incredibly hard, again completing more
reviews than previous years and meeting its target of reviews being converted
to focused.

Better engagement means notifications have continued to increase; 32% last
year. This rising workload means we are not completing reviews as quickly as
we would like to, but the team have introduced some changes in process to
help in this area.

Referrals received and reviews completed for autistic adults have increased.

The median age of death for all completed reviews in 2024/2025 was 63 years
old, an increase of 1 year. This has increased for the last two years.

We continue to see more deaths at a higher age in both reviews and
notifications, with 49% of reviews for those aged 65 and over. This has
increased for the last two years.

Combined aspiration and other pneumonias accounted for 32% of all leading
causes of death in our completed 2024/2025 reviews, which is slightly less
than last year.

44% of reviews had a cause of death which could be considered avoidable. A
reduction of 10% on last year.

The most common single comorbidity is still Epilepsy, then Hypertension, then
Dementia.

Cardiovascular Conditions was the highest grouping of co-morbidities, with
Hypertension being the biggest contributor to this.

Reviews demonstrated an increase in Quality of Care, but a smaller number of
reviews than last year graded the Effectiveness and Availability of Services as
being satisfactory or above.

Pneumonia vaccine uptake has increased again this year. Influenza uptake
remains high, and we know we need to improve Shingles uptake.

This year 59% of reviews had psychotropics prescribed, an increase of 20%.
Some of this may be explained by our increased Autism only reviews.

A lower percentage of people had psychotropics prescribed for a mental
health condition or behavioural management and fewer of these had been on
psychotropics for over 5 years.

More people are attending their AHC, but there is a 15% difference in uptake
between the best and worst performing localities.

46



2.15

2.16

217

2.18

2.19

2.20

Reviewers have seen a marked increase in the quality of ReSPECT forms, so
they better reflect the person they are about.

More reviews have evidence of MCA assessments being completed and less
evidence of variable compliance with the MCA.

Classifications in the first part of death certificates have been worse this year
which can lead to post-mortem diagnostic overshadowing.

Go to improvinglivesnw.org.uk to view the 2024/2025 Annual LeDeR Report in
detail. There is also an easy read version, our Health Improvement Team’s
end of year report, and will soon have our video version, narrated by Experts
by Lived Experience from Opening Doors.

The Examples of Lived Experiences section is about the stories of people
whose life and death, we have reviewed. Therefore, we shared some of their
stories to give any reader the best possible insight into people’s experiences in
life and death.

The Health Improvement Team for Learning Disabilities end of year report
details some of the integral work we do to deliver the change that LeDeR
promotes, as well as the Learning into Action section of the LeDeR Annual
Report.

Officer Contact
If you have any questions about matters contained in this paper, please get in touch

with:

Officer name: Andy O’Connell
Telephone no.: 07515715938
Email: andrew.o’connell2@nhs.net

IN A If you need this report in large print, audio, braille, alternative

VTRAN format or in a different language please contact 0344 800 8020

communication for all

or 0344 800 8011 (textphone) and we will do our best to help.
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Forewords

Patricia D’Orsi: Executive Director of Nursing for the Norfolk and Waveney Integrated Care Board (NWICB) - Senior Responsible
Officer (SRO) for the Learning Disability and Autism Programme Board

On behalf of the Integrated Care Board (ICB), | would like to welcome the publication of our eighth LeDeR Annual Report in Norfolk and
Waveney. Firstly, | would like to acknowledge the skill and empathy required to ensure that the voices and experiences of the people
reviewed are captured and that this learning is able to inform and shape the quality improvement work that will improve the care received
by others. The local ICB LeDeR Team continues to provide expert review, analysis and recommendations, that are then taken forward into
practical action by the ICB Learning Disability Health Improvement Team and wider system partners.

The ICB continues to be grateful for the engagement of families, carers, and friends. The importance of ensuring that each review reflects
the individual at the centre of it; how they experienced the world and what they meant to those who cared for them, is particularly powerful
in the report’s section on lived experiences, which can be found on pages 48-55. We would also like to recognise and thank staff from
across the health and social care system for providing care records and other information required to complete each review to a robust
and high standard, as well as the insights shared from their professional practice and experience, to help create meaningful and impactful
actions. Local support for the programme continues to be outstanding. We are seeing an increase in referrals relating to Autistic people
and this reflects better understanding of opportunities for learning and service improvement, specifically, around autism support needs and
gaps in health equality.

Sadly, people living with learning disabilities and/or Autistic people continue to have a shorter average life expectancy than the wider
population and are more likely to face health inequalities that lead to poorer care access, experience, and outcomes, which can impact
significantly on physical and mental health and wellbeing, throughout the life span. The data presented in this report shows that each year
we are reviewing more deaths at an age of 65 years and older and while the data sample is much too small to comment on the overall
mortality rate, it is heartening to see evidence of people living with learning disabilities and/or Autistic people living into their older age. We
can also see that the grading of people’s quality of care continues to improve and there is a strong theme around prevention running
through the report and into the actions and recommendations, aligning with the fundamental national aspirations of the 10 Year Health
Plan for England. Locally, this can be evidenced by our continued work to improve vaccination uptake and make cancer screening and
earlier diagnosis more personalised and more accessible.

From notifications, the leading theme in cause of death in Norfolk and Waveney continues to be respiratory illness. There is evidence
throughout the report of the importance of making access to preventative treatment, including but not limited to immunisation, more
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equitable. While there is still work to do in this area, we note that of the reviewed people, there was an increase in both flu and
pneumococcal vaccine uptake across those people eligible, over the year. Next year’s report will also include recording of the new
Respiratory Syncytial Virus vaccine.

The reviews across the last year illustrate how early planning, collaborative working and good practice around reasonable adjustments
has been shown to manage complex health and social care issues, which can often intersect. The benefit of Annual Health Checks is also
a feature, with opportunities for professionals to identify unmet and unrecognised health conditions, leading to earlier actions to begin
treatment and improve outcomes. This can be especially impactful when combined with long term condition reviews, to provide a ‘whole
person’ approach that joins up elements of care and treatment. Our system has seen a consistent improvement in Annual Health Check
(AHC) uptake; exceeding the national target of 75% for the first time this year.

The ICB continues to be committed to ensuring that people living with learning disabilities and/or Autistic people are supported to live
healthy and happy lives. | support the improvement priorities identified across the coming year and look forward to the next steps of this
guality improvement journey into the year ahead and beyond.

Rachel Clarke: Co-ordinator for Family Voice Norfolk

My name is Rachel Clarke, and | am the co-ordinator of Family Voice Norfolk (FVN), the Norfolk parent carer forum for families who have
children and young people with special educational needs and/or disability aged 0-25 years. We are a forum which gathers real-lived
experiences and views of families to work in co-production to improve services within health, education and social care.

| have been attending the LeDeR reviews on behalf of FVN for over three years now. | bring a parent/carer perspective to the meetings as
| am mum to an adult son in his twenties who, through complications of extreme prematurity, has required constant and consistent care
since birth. He is autistic, has a learning disability, ADHD and mental health difficulties and is currently fully supported at home. Within our
home, we work every day towards him being able to be more independent and feel sure he will achieve greater independence of us, one
step at a time, in his way and in his time.

Independence looks very different for each of our unique children and young people. One thing, however, is certain. That we, and he,
need to consider his future eventually without us, and what that might look like. As a young man, he is able to look at and research topics.

| cannot express how | felt the day he came to me and said he’d read that ‘people like me have a much shorter life expectancy mum’.
Wouldn't it be wonderful for that not to be the case?
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The LeDeR work and reviews are about people. People who have been someone’s son, daughter, parent, partner or sibling. Each review
is treated with great care and a picture is built of that person’s experience. We learn of examples of excellent practice, of occasions of
care that goes ‘above and beyond’, and these are rightly celebrated. We learn of instances where there have been shortcomings, missed
signs, a lack of joined-up of services and missed communications and opportunities.

As a parent, | am grateful to all those who allow us to follow each person’s experience of care and support, to take learning from it and to
work towards improvements for quality of care. As parents and carers, we want to be able to trust that, when we are no longer around for
our sons and daughters, the best is done for them within the best environments. It is a privilege to be involved in LeDeR and the learning
that comes from it, working towards better care futures and experiences for those who have a learning disability and/or autistic people.
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2. Executive Summary

Welcome to the NWICB LeDeR report. This is the eighth annual report in Norfolk and Waveney on the reviews of the lives and deaths of
people with a learning disability and/or autistic people since the inception of the LeDeR programme in England in 2017. It is the

responsibility of all ICBS to have established a LeDeR programme within their system and implement any actions identified by the learning
taken from reviews.

ICBs must publish a LeDeR annual report describing their progress in completing reviews, provide interpretations of the collected data and
detail completed and ongoing service improvements made in response to any learning. Any analysis primarily describes the current
situation in Norfolk and Waveney. It also provides an opportunity to reassess local priorities in response to any themes or trends. This
report from the Norfolk and Waveney LeDeR programme demonstrates the work covered in the reporting period from 15t April 2024 to 31
March 2025. The deaths reviewed cover a longer period with the earliest having occurred in 2021. This is due to death reporting delays
but also delays in the review completion. Summary findings from the Norfolk and Waveney reviews in 2024/2025 can be seen on the next
page:
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Reviews demonstrated an increase in
Quality of Care, but a smaller number of
reviews than last year graded the
Effectiveness and Availability of Services
as being satisfactory or above

Combined aspiration and other
pneumonias accounted for 32% of all
leading causes of death in our completed
2024/2025 reviews, which is slightly less
than last year.

The most common single comorbidity is
still Epilepsy, then Hypertension, then
Dementia.

The median age of death for all completed
reviews in 2024/2025 was 63 years old,
which is an increase of 1 year, this has
increased for the last two years.

Pneumonia vaccine uptake has increased
again this year. Influenza uptake remains
high, and we know we need to improve
Shingles uptake.

A lower percentage of people who were
prescribed psychotropics, had them for a
mental health condition or behavioural
management and fewer of these had been
on psychotropics for over 5 years

Yo S

&)

Pneumonia is the most common, and
aspiration pneumonia the second most
common leading cause of death.

We continue to see more deaths at a
higher age in both reviews and
notifications, with 49% of reviews for those
aged 65 and over. This has increased for
the last two years.

Fewer people died in hospital and more
people died at their usual residence.

44% of reviews had a cause of death
which could be considered avoidable. This
represents a reduction of 10% on last year.

This year 59% of reviews had
psychotropics prescribed, an increase of
20%. Some of this may be explained by
our increased Autism only reviews.

Reviewers have seen a marked increase in
the quality of ReSPECT forms, so they
better reflect the person they are about.
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Classifications in the first part of death
certificates have been worse this year
which can lead to post-mortem diagnostic
overshadowing.

More people are attending their annual
health check, but we still see an inequality
in provision with a 15% difference between
the best and worst performing localities.

Cardiovascular Conditions was the highest
grouping of co-morbidities, with
Hypertension being the biggest contributor
to this.

All cancer screening has seen an
increased attendance percentage wise

More reviews have evidence of MCA
assessments being completed and less
evidence of variable compliance in
completion of MCAs.

The LeDeR team are very busy and are
not completing review as quickly as we
would like and we have again received
more notifications than last year.
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3. Introduction and Purpose (Local and National)

3.1 What is LeDeR?
The LeDeR programme reports on deaths of people with a learning disability and/or autistic people aged eighteen years and over. Latest
figures available estimate there are approximately 1.3 million people (950,000 adults and 350,000 children) living in England, known to
have a learning disability. This is equivalent to 2.16% of the adult population in the UK *. As at the end of March 2024, 6,965 people were
registered with GP practices as having learning disability in Norfolk and Waveney, out of a total population estimate of 1,032,4722. Our
area has one of the highest percentage learning disability representations in England?.

The LeDeR programme* uses the national policy’s definition of a learning disability. For autistic people to be included within the LeDeR
programme they must have a diagnosis of autism recorded within their health records prior to their death. The child death review (CDR)
process reviews the deaths of all children aged under 18 years. This is the primary review process for children with learning disabilities
and autism. A full explanation of the review process including national priorities for a focused review can be found in the LeDeR policy®.

When reading the findings of this report it should be kept in mind that the LeDeR programme is not mandatory so may not have complete
coverage of all deaths of people with a learning disability and/or autistic people. Comparatively, numbers are also small compared to the
general population, and as such must be interpreted with caution. Data interpretation and analysis is an important part of finding trends in
poor practice and identifying gaps where improvement is needed. However, we also aim to present person focused qualitative learning
which represents people’s strengths, talents, hopes and ambitions.

3.2 Reporting a Death
Anyone can notify the programme of a death or person with learning disabilities and/or autistic people at https://leder.nhs.uk/report

L https://www.norfolkinsight.org.uk/wp-content/uploads/2025/01/Adults with Learning Disabilities Briefing.pdf
2 https://www.norfolkinsight.org.uk/

3 Quality Assessment Framework 2021/2022

4 https://www.england.nhs.uk/wp-content/uploads/2021/03/B0428-LeDeR-policy-2021.pdf

5 Section 3/page 12 of https://www.england.nhs.uk/wp-content/uploads/2021/03/B0428-LeDeR-policy-2021.pdf
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4. Challenges and changes to delivery of the LeDeR review programme
The success of the LeDeR programme is built on the efforts and input of the LeDeR team and the wider contribution from Integrated Care
System (ICS) partners and colleagues. Despite challenges in delivering the reviews in a timely manner, quality and safety remain team’s
priority. Delivering LeDeR reviews within the nationally targeted timeframe has been incredibly difficult. A historical backlog due to team
capacity and an ever-increasing number of notifications has meant the team is consistently not achieving its target of review completion
within 6 months of notification. Our drop in performance means we risk losing the opportunity to learn lessons and improve services when
things go wrong and rely increasingly on retrospective reviews. Ultimately impacting our ability to deliver service improvement and
improved health outcomes for people with a learning disability and autistic people.

Our team has responded to this and changed our ways of working, where we can, to try and reduce the time it takes from review
notification to allocation to a reviewer. This is largely where the delay is, as looking at our actual performance, our team are
overwhelmingly completing reviews, following allocation, within three months. We have changed some of our admin processes for
example contacting families earlier to invite them to be part of a review and reducing the size of the reviewers note bundles by removing
miscellaneous information. Our reviewers are taking a broader “theme” approach to initial reviews, and we are making better use of their
time by reducing expectations to attend sign off panels.

5. Governance Arrangements
In line with the national policy, we have governance arrangements to support reviewing and signing off completed reviews. As well as
clear reporting routes into the Integrated Care Board’s Learning Disability and Autism Programme Board and Learning from Death Forum.
To try and improve performance and reduce the time from notification to review sign off, our team has streamlined some of the review sign
of processes over the past year.

5.1 Initial reviews
Initial reviews are now discussed between the reviewer, the Senior Clinical Lead for Learning Disabilities and Autism Quality Improvement
and the Local Area Contact (LAC). This meeting allows scrutiny over the review and its quality and to ascertain if the recommendations
address the identified learning. If appropriate initial reviews are signed off and themes and trends are presented through LeDeR’s
reporting programme.
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5.2 Focused Reviews
Focused reviews go through the same quality assurance and scrutiny process above but are then presented at the Learning into Action
Group (LIAG) for sign off which is chaired by either the NWICB LAC or the NWICB Senior Reviewer. This group is attended by key
operational stakeholders who will agree the SMART recommendations, care grading, and identify any good practice of note.

5.3 Reporting Structures
LeDeR’s reporting structures ensures key themes and learning are shared with senior colleagues and a wide range of stakeholders on a
regular basis. This helps us review identified learning, strategic actions, and quality improvement work streams. Reports are presented to
the:
ICS Learning from Death Forum — Every 2 months.
ICB Learning Disability and Autism Programme Board — Every month.
Norfolk Safeguarding Adults Board — Every 12 months.
Social Care Quality Improvement Programme — Every 12 months.
Norfolk And Waveney Integrated Care Partnership — Every 12 months.

6. Performance
The team works to achieve 95% of reviews completed within 6 months of notification. At the end of Quarter 4 (Q4) the team has
completed 14% (9 out of 63 reviews) within 6 months of notification in the 2024/2025 year.

Some reviews may take over the 6 months to enable any statutory process to be completed such as police investigations, coroner
proceedings or safeguarding inquiries. It is important that LeDeR pauses and gives precedence to these to avoid prejudicing any
investigations. We can put these reviews on hold, which in effect “stops the clock” so the delay doesn’t count towards the 6-month
timeframe. Reviews which are considered to have exceeded the 6-month timescale included those delayed for reasons such as clinical
notes not being received, capacity issues within the review team and giving families time who may not be ready to engage but want to be
part of their loved one’s review.

Last year the ICB signed off 56 reviews and in 2024/2025 the team have completed 63 reviews, an increase of 13%. We carried forward
51 reviews from the 2023/2024 review period and this year we are carrying over 79 reviews into 2025/2026, so 35% more than last year.
The team is also tasked by NHS England to convert a minimum of 35% of reviews from initial too focused. This year the team has again
exceeded this target and achieved 37% of reviews being focused.
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7. Overview of Notifications
Figure 1 shows how the number of notifications to LeDeR has changed over the years. It is important to note that as reporting to LeDeR is
not mandatory, the true number of deaths may be higher. Our team have received 107 notifications in the 2024/2025 period, of which 98
are known at the time of writing to be in scope for review. Notifications have increased year on year with an increase of 32% on last year.
We believe this increase reflects a higher number of autism only notifications, as well as our continuing work to raise the awareness of
LeDeR in our system. We have also seen more robust reporting processes within the coroner’s court, medical examiners and mental
health trusts which has meant we received notifications which previously would have been missed.

7.1 Age
The youngest reported death during 2024/2025 was 19 years of age and the oldest was 91 years. Most of our referrals were for people
between 46 and 64 years old which has changed from last year as shown in Figure 2. This year’s data shows a decrease in the median
age at death of notifications from 63 years to 61 years of age. This may reflect the increased number of autism referrals we received in
2024/2025. The ages of the autism only referrals mostly fell within the 46-64 grouping and the overall median age of death of 58 years old.
Using the latest data from 2018 - 2020, the average age of death for the general population in Norfolk and Waveney is 79 years old for
men and 84 years old for women.®

7.2 Gender
Overall, the number of notifications for men was higher at 63%, whereas last year the representation was very similar across genders.
See Figure 3.

7.3 Diagnhosis
The majority of our referrals were for those with a diagnosis of a learning disability (88%). A small number had a diagnosis of both a
learning disability and autism (5%). The team received 8 notifications for people with a sole autism diagnosis, compared to last year when
we received 6. The team has reviewed reported deaths for people with a diagnosis of autism using GP records, which indicates there is a
good awareness of LeDeR within autism and mainstream services and most deaths are being referred to our service for review.

5 https://www.norfolkinsight.org.uk/wp-content/uploads/2022/08/State-of-Norfolk-and-Waveney-health-report-2022_correctedByPAVE.pdf
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7.4 Place of Death
Place of death is not a mandatory question for referral completion. At the time of writing, 96 of the notifications were both in scope and had
an identifiable place of death in the referral or in the available notes. This means some of the figures could change if all information was
available. However, from the information we have, most deaths referred to us in 2024/2025 happened in hospital, 61% (n=60) overall, and
32% (n=31) occurred in the person’s usual residence. See Figure 4.

7.5 Month of Death
Looking at the deaths which occurred during the reporting period, Figure 5 shows how many deaths occurred by month for the
notifications this year, but also previous years. Although it has lessened, we do still receive referrals from previous reporting periods and
previous year’s figures have been updated to reflect this. Again, it is important to note LeDeR reporting is not statutory and so there are
likely gaps in this data. Also, our notifications have consistently increased year on year which may explain increases in deaths in a
particular month.

7.6 Ethnicity
Of the notifications from 2024/2025 where the ethnicity was disclosed, 99% (n=106) were for white British people. The last figures we
have for Norfolk and Waveney suggest 5.1% of the general population is from an ethnicity other than white British.

7.7 Leading Cause of Death
From notifications the leading single cause of death (COD) in Norfolk and Waveney was Aspiration Pneumonia, with all respiratory
conditions including chest infections, influenza and respiratory failure leading across the board. This profile is different to the general
population where the top three COD in 2023, (the last available full year of data) for England and Wales, were Dementia and Alzheimer's
Disease, followed by Ischaemic Heart Disease, then Chronic Lower Respiratory Diseases’. Again, a COD is not a mandatory question for
referral completion. As such, at the time of writing, only 86 of the notifications were in scope or had an identifiable COD in the referral or in
the available notes. As such some of the figures may change if all COD were available.

7 https://www.ons.gov.uk/peoplepopulationandcommunity/birthsdeathsandmarriages/deaths/bulletins/deathsregistrationsummarytables /2023#leading-causes-of-death
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7.8 Area of Deprivation
Indices of Multiple Deprivation (IMD) is the official measure of relative deprivation for postcodes in England. The IMD ranks every
postcode from one (most deprived area) to 10 (least deprived). Our notification IMD again shows a shared mode score of 4 and 5 this
year. The overall breakdown shows more people with a learning disability and/or autistic people living in areas with an IMD score of 5 or
less. This is still higher than the general population where 2019 data (latest available) shows 52% in Norfolk live in an area with an IMD
score of 5 or less®. For the 98 in scope notifications, the difference between the top and bottom 50% is narrower than our completed

reviews for 2024/2025.
IMD Score | Number of Notifications | Percentage | Number of Notifications | Percentage
1 7 7%
2 10 10%
3 12 12% 57 58%
4 14 14%
5 14 14%
6 13 13%
7 13 13% 41
8 12 12% 42%
9 2 2%
10 1 1%

8 https://www.norfolkinsight.org.uk/deprivation/reports/#/view-report/8097d75c317745b3a6016fc0788469d1/E10000020/G3
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8. Overview of Completed Reviews
The LeDeR review performance report as at the end of March 2025 shows that 82% (n=456) of 556 reviews received since 2017 have
been completed by the 2024/2025 year end. The table below breaks down the number of referrals received, and the number of reviews
completed every year since the programme began.

Years No of adult notifications | No of reviews completed | No of reviews carried forward
2017-18 46 3 43
2018-19 71 23 91
2019-20 51 77 65
2020-21 75 77 63
2021-22 63 85 41
2022-23 63 72 32
2023-24 80 56 51
2024-25 107 63 79
Total 556 456

In 2024/2025 63 initial and focused reviews have been signed off as complete. The team have completed more reviews than previous
years but also carrying over more reviews this year demonstrating the increased workload of the team. To look at breakdowns in variables
such as cause of death, avoidable deaths, areas of deprivation and chronic conditions all reviews have been included to get the best
breadth of information possible to draw conclusions. Quality of Care and Availability and Effectiveness of Services grading has only been
discussed with the focused reviews, as the national policy does not currently require care and service provision grading for initial reviews.

8.1 Initial Reviews
Of the 63 reviews completed in 2024/2025, 40 (63%) were initial reviews.

8.2 Focused Reviews
Of the 63 reviews completed in 2024/2025, 23 (37%) were focused. The singular biggest reason for a focused review was due to autism
only as this is a national priority. Locally, 22% were converted to focused due to care quality concerns and 22% due to professional
judgement, for example if a case is particularly complex. There were many other reasons which individually represented less than 5
reviews, including family request, history of being held under a section of the mental health act and local priorities.
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8.2.1 Quality of Care
The national policy requests that the LIAG grade the care received and the effectiveness and availability of services for all focused
reviews. Grading is based on the information the reviewer has gathered and presented at panel. Of the 23 completed focused reviews
from 2024/2025, a higher number of the reviews than last year graded the Quality of Care as being satisfactory or above (n=10). Likewise
improving, a smaller percentage (57%) of reviews demonstrated care which fell short of expected good practice. There were 5 reviews
where this was judged to have impacted the person’s wellbeing. At 22%, this again is an improvement on last year. The below table
shows the grading of care for completed reviews for 2024/2025.

NHS

Norfolk and Waveney

Integrated Care Board

Rating | Standard Number | Percentage

6 This was excellent care (it exceeded current good practice). 0 0%

5 This was good care (it met current good practice in all areas). 5 22%

4 This was satisfactory care (it fell short of expected good practice in some areas, but this did not 5 22%
significantly impact on the person’s wellbeing).

3 Care fell short of expected good practice but did not contribute to the cause of death. 8 35%

2 Care fell short of expected good practice and this significantly impacted on the person’s wellbeing 4 17%
and/or had the potential to contribute to the cause of death.

1 Care fell short of current best practice in one or more significant areas resulting in the potential for, or 1 4%
actual, adverse impact on the person.

Of the 23 completed focused reviews from 2024/2025, a smaller number of the reviews than last year graded the Effectiveness and
Availability of Services as being satisfactory or above (n=8). Likewise, 65% fell short of expected good practice which is a slight increase.
However, 7 reviews were judged to have impacted the person’s wellbeing. At 30%, this is an improvement on last year. The below table
shows the grading of Availability and Effectiveness of Services for completed reviews for 2024/2025.

Rating | Standard Number | Percentage

6 This was excellent Service Effectiveness and Availability (it exceeded current good practice). 0 0%

5 This was good Service Effectiveness and Availability (it met current good practice in all areas). 4 17%

4 This was satisfactory Service Effectiveness and Availability (it fell short of expected good practice in 4 17%
some areas, but this did not significantly impact on the person’s wellbeing).

3 Service Effectiveness and Availability fell short of expected good practice but did not contribute to the 8 35%
cause of death.
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2 Service Effectiveness and Availability fell short of expected good practice and this significantly impacted 6 27%
on the person’s wellbeing and/or had the potential to contribute to the cause of death.

1 Service Effectiveness and Availability fell short of current best practice in one or more significant areas 1 4%
resulting in the potential for, or actual, adverse impact on the person.

8.3 All Reviews
8.3.1 Age

The table below shows the total number of reviews in each category, since LeDeR began in Norfolk and Waveney. Overall, the 65+ age

group still has the highest number of reviews. We continue to see more deaths at a higher age in both reviews and notifications. The

median age of death for all reviews in 2024/2025 was 63 years old, which is an increase of 1 years from last year’s annual report. This is
slightly higher than the median age of death from our notification data which stands at 61 years of age for 2024/2025. Our median age of

death for the eight autism only reviews was 54 years of age. The latest national data from 2022 shows 85% of people in the general

population died at age 65 years and over®, in Norfolk and Waveney 49% of reviews were for those aged 65 and over. This an increase of

5% from last year.

Year of death | Number of Reviews by Age Group (in years)

Under 18 | 18-45 | 46-64 | 65 and over
2017-18 0 10 17 19
2018 -19 5 9 25 32
2019-20 <5 11 19 20
2020-21 <5 21 18 33
2021-22 <5 10 27 23
2022-23 7 12 25 19
2023-24 11 21 24
2024-25 9 23 31
Total 93 175 201

% https://www.ons.gov.uk/peoplepopulationandcommunity/birthsdeathsandmarriages/deaths/datasets/deathsregisteredinenglandandwalesseriesdrreferencetables
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8.3.2 Gender
Of the 40 initial reviews we had slightly more men (58%) reviewed than women (43%). Of the 23 focused reviews, most were for women

(57%), with 43% for men. Last year there were significantly more men having a focused review. Overall, we completed 33 (52%) reviews
for men and 30 (48%) reviews for women. Most of the autism only reviews were for women.

Complete Reviews - Gender

Men Women
N 2022-23 41 31
W 2023-24 37 13
2024-25 33 30

m2022-23 W2023-24 2024-25

8.3.3 Ethnic Groups
Norfolk and Waveney general population data from 2021 shows 94.9% of people reported themselves to be white, with the broad minority

groups representing 5.1% of the population. All initial reviews were for people who were white British, as any person from an ethnic
minority would automatically have a focused review as per the national priorities. This year LeDeR completed 1 review where the person
was not white British (1%). Usually, we would not report on cases numbering less than 5, to protect anonymity, but have done so in this
case to highlight our current representations.
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8.3.4 Diagnosis
In 2024/2025, 52 (82%) of reviews had a learning disability diagnosis which is a similar representation to last year. Fewer people, (5%)
had learning disability and autism diagnosis. All autism only deaths were converted to focused as per the national priorities. We completed
8 reviews for people with a sole diagnosis of autism, an increase from last year.

8.3.5 Level of Learning Disability Severity
Across all reviews we had very similar numbers of men and women with a mild and moderate learning disability but notably more men
reviewed had a severe learning disability than women, this year. Most initial reviews (45%) were for people with a moderate learning
disability, followed by mild (35%) and then severe (20%). Of the 24 focused reviews with a learning disability, the representation was the
same for those with a mild and moderate learning disability (29%) followed by profound. Last year we had more reviews for people with a
mild learning disability, whereas this year we had more reviews for people with a moderate learning disability.

Level of Learning Disability | Number | Percentage (n=55)
Mild 21 38%
Moderate 25 45%
Severe 8 15%
Profound <5 XX%

8.3.6 Areas of Deprivation
Our local data collection methods allow us to review the Indices of Multiple Deprivation (IMD) for all the completed reviews. As seen in the
below table, most people reviewed lived in an area with an IMD score of 5 which is lower than last year. Overall, as with our notifications
for 2024/2025, most of the people we reviewed lived in an area scoring 5 and below on the IMD scale. This tells us people with a learning
disability and autism predominantly live in areas of higher deprivation and more so than the general population. Of our reviews, 18% lived
in areas with the lowest IMD scores of 1 or 2 and only 5% in areas with a the highest IMD scores of 9 or 10

IMD Score | Number of Completed Reviews | Percentage | Number of Notifications | Percentage
1 5 8%

2 6 10%

3 5 8% 39 62%

4 7 11%
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8.3.7 Place of Death

From our initial reviews, most people died in hospital (50%), followed by the persons usual residence, whether that be a private home,
care home or supported living (45%). Our focused reviews reflect the same, with 52% dying in the acute setting. The same number of
focused reviews died in combined residential services including care homes and supported living (35%). Overall, most (51%) people died
in the acute setting, but at a reduced percentage to last year, and 41% died at their usual residence, which is an increased percentage to

last year.

W 2022-23
W 2023-24
2024-25

Place of Death - Completed reviews

Acute Usual Residence Other
50 28 3

34 15 3
32 26 5

W 2022-23 m2023-24 2024-25

Learning identified from the reviewers:

The majority of people reviewed died in the acute setting. However, there were several cases where end-of-life was managed in the
person’s preferred place (i.e. home, care home or supported living) with appropriate support for staff, admission avoidance plans in
place and support from the GP, community nursing and palliative care teams. Yet, although in some cases reviewers saw there were
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advance care plans in place, there was often no clear care plan for symptom management. As such, reviewers repeatedly saw care
homes sending patients to hospital if they felt they did not know what to do to support the person adequately towards the end-of-life.

Discharging to a suitable home environment, where residential care is needed, remains challenging for hospital colleagues.
Especially where someone’s needs have changed, and they present with more complex needs. There are also clear opportunities for
better planning and preparation when someone is being discharged on an end-of-life pathway, ensuring appropriate medications and
referrals are in place and care providers are prepared and supported to deliver end-of-life care at home.

8.3.8 Accommodation
Most people who had an initial review lived in a care or nursing home (42%), with 30% living independently or in the family home and
slightly less in supported living (28%). Most people who had a focused review lived independently or in the family home (48%) with 30%
living in a care or nursing home and 22% living in supported living. Overall, 63% (n=40) of people lived in residential services and 37%
(n=23) lived independently or in the family home.

Learning identified from the reviewers:

The majority of people reviewed lived in some element of residential care with the majority being where 24-hour care is provided.
There are noted and ongoing barriers to accessing appropriate care provision due to challenges in the care market. This has been
especially seen in home provision for individuals with profound learning disability and more complex health needs. Due to a lack of
suitable accommodation and because of home closures, reviewers have seen in multiple reviews where individuals were placed into
unsuitable accommodation or having to remain in a temporary placement for long periods while a more suitable placement was
found. For example, one review highlighted where a person required a hospital bed for 6 weeks post being medically fit for discharge
due to delays in sourcing equipment, training and transport which had a significant impact on their wellbeing.

On the reverse however it is important that we reduce the number of unnecessary moves for a person. Reviewers understand that a
timely discharge from hospital is important but continue to see in reviews where a Discharge 2 Assess (D2A) bed was sourced, while
waiting for a CHC assessment to agree a longer-term living arrangement. Ultimately this means repeated moves for a person, which
is often anxiety provoking and presents barriers to staff building familiar and long-term trusting relationships with people, which is so
important to good health and wellbeing. Our assessments of people and their needs must be thorough and up-to-date as we have
seen restricted housing options due to poor support for behaviour that professionals deem challenging.
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Reviewers also often see a person moving into a care home from supported living due to a deterioration in their health, and then
dying a short time after in an unfamiliar environment where increased care in the home could have been better resourced and
considered. Excellent care was noted from some supported living providers in going the extra mile supporting individuals in their care
when their needs have changed, to enable them to remain at home for end-of-life care. Accommodation and care provision also
need to be foundational considerations for transitional care. Mapping of the transition journey to take into account of the different
ages (16 - 20) at which a person may move between services is important, while also planning for the crisis or "What if" situation; for
example, in the future for when parents age or become unwell.

There is also room for improved knowledge, skill and experience within supported living to allow aging, deteriorating or end-of-life
residents to live in their home as long as possible. Many reviews have noted where people have been supported to move to a more
independent living or foster family under the shared lives scheme, this has proven to be incredibly empowering and life changing.
For those living with parents and/or family carers, earlier planning for future accommodation would benefit from conversations and
planning happening before a family reach a crisis point. Also, for those living more independently there is also a lack of respite
provision for complex health needs for individuals with a learning disability putting increasing pressure on carers. Respite is
important for the wellbeing of people and their families and this needs to be developmentally appropriate and engaging.

8.3.9 Chronic Conditions
Most people with a learning disability and/or autistic people are known to have other complex physical health complications.
Analysis of the 63 completed reviews demonstrate most the people we reviewed had one or more chronic physical or mental health
condition. This is thought to be due to a combination of factors more likely to occur in people with a learning disability, including congenital
conditions, progressive degenerative illness, obesity and poor mobility, difficulties accessing services and many more.
The table below is a list of some of the common health conditions and number of people affected, recorded from completed reviews (most
people had more than one condition recorded). The single most common comorbidity is still epilepsy, which was recorded in 30% (n=19)
of reviews. Hypertension also remains one of the most common with a similar prevalence to Dementia. Cardiovascular Conditions was the
highest grouping of co-morbidities, with hypertension being the biggest contributor to this. The below tables show the most common single
and grouping of co-morbidities. There were multiple other chronic conditions seen in less than 5 reviews which have not been listed here
to protect anonymity. For the group comorbidities, the top 10 have been listed.
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Single Comorbidity Frequency | Percentage

Epilepsy 19 30% Group Comorbidity Frequency | Percentage
Hypertension 15 24% Cardiovascular Conditions 41 65%
Dementia 15 24% Neurodegenerative Conditions 39 62%
Hypothyroidism 10 16% Endocrine Conditions 30 48%
Type 2 Diabetes 9 14% Mental Health Conditions 26 41%
Asthma 8 13% Genitourinary Conditions 24 38%
Constipation 8 13% Gastrointestinal Conditions 17 27%
Depressive Disorder 8 13% Musculoskeletal Conditions 15 24%
Dysphagia 8 13% Respiratory Conditions 14 22%
Chronic Kidney Disease 7 11% Developmental Disability 12 19%
Sleep Apnoea 6 10% Eating & Drinking Conditions 11 17%
Stroke 6 10%

Learning identified from the reviewers:

Reviewers have seen where obesity has been left repeatedly unaddressed, for example in one case where a person had an
extremely high BMI leading to type 2 diabetes and end stage renal failure, where there was no referral for dietician support. There
have been multiple incidences of poorly managed chronic conditions, including diabetes which has resulted in retinopathy. Often
however once a person is diagnosed, especially where there is an annual health check, we see good regular reviews including blood
monitoring and medication reviews. Learning disability psychiatry respond well to managing serious mental illness and we have also
seen appropriate consultation with secondary services and positive onward referrals to the community learning disability teams when
needed.

Where autism diagnosis waiting lists are long, management of mental health can be variable. Yet reviews have shown where
someone had a person-centred approach after diagnosis, which met their autistic needs, this led to a period of stability in their
mental health condition. Problems with ongoing care and support with secondary services are notably present where is no diagnosis
of a mental health condition and poor application of reasonable adjustments which can present barriers to service engagement, yet
where needs are identified good support is observed.
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Collaborative working and good application of reasonable adjustments has been shown to manage difficult health and social care
issues which intersect. In a review we saw bespoke support from drug and alcohol services including continuity of keyworker and
home visits to support someone’s recovery while working with colleagues from other services to help them move into secure and
safe housing while avoiding the need for hospital admissions.

8.3.10 Causes of Death
As part of our post review process, we collate causes of death (COD) for all reviews. In Norfolk and Waveney, a review is not signed off as
complete unless the Medical Certificate of Cause of Death (MCCD) determination of COD has been seen. A MCCD indicates the
sequence of conditions which lead to death, including the underlying, and in turn the leading, cause of death. The leading cause of death
is taken from the first line of Part 1 of the MCCD. The World Health Organization (WHO) defines the underlying cause of death as the
disease or injury that initiated the train of events directly leading to death or the circumstances of the accident or violence that produced
the fatal injury. An underlying cause of death is extracted from the lowest line of Part 1 of the MCCD.

COD can be assigned one of approximately 14,200 codes according to the International Statistical Classification of Diseases and Related
Health Problems: 10th Revision (ICD-10). This allows for better comparison between annual reports. Causes of death can then be
grouped by code into ICD-10 chapters. Chapters are split according to general types of injury or disease (e.g., Diseases of the Respiratory
system).

8.3.11 Leading Causes of Death
The most common leading causes of death for all of the 63 reviews completed in 2024/2025 are set out in the table below. There were
multiple other leading causes of death seen in less than 5 reviews which have not been listed here to protect anonymity.
Our completed reviews tell us pneumonia is the most common, and aspiration pneumonia the second most common, leading cause of
death in Norfolk and Waveney. Combined aspiration and other pneumonias accounted for 32% of all leading causes of death in the 63
reviews completed in 2024/2025, which is slightly less than last year. Cancer remains the third most common leading cause of death, with
incidences of bowel, breast and other cancers.

Leading Cause of Death | Number | Percentage
Pneumonia 11 17%
Aspiration Pneumonia 9 14%
Cancer 8 13%
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The below table looks at the number of leading causes of death by ICD-10 Chapter. There were other chapters allocated to a leading
cause of death in less than 5 reviews which have not been listed here to protect anonymity.

Leading Cause of Death Chapter Number | Percentage
Diseases of the Respiratory System 27 43%
Neoplasms (Cancers) 8 13%
Diseases of the Circulatory System 6 10%
Symptoms, signs and abnormal clinical and laboratory findings, not elsewhere classified 5 8%

8.3.12 Underlying Causes of Death
The two most common underlying causes of death for all the reviews completed in 2024/2025 were pneumonia at 16% (n=9) and then
cancer at 13% (n=8). Some underlying causes of death may also be the leading cause of death as there may only be the first line of Part 1
completed on the MCCD. Underlying causes of death are often more varied and to protect anonymity only those with above 5 are listed.
This year we only had the top two underlying causes of death with more than 5 incidences. Below are the underlying causes of death by
ICD-10 chapter.

Underlying Cause of Death Chapter Number | Percentage
Diseases of the Respiratory System 15 24%
Neoplasms (Cancers) 8 13%
Diseases of the Circulatory System 8 13%
Diseases of the nervous system 5 8%

8.3.13 Avoidable Deaths
Avoidable deaths are defined by applying the Organisation for Economic Cooperation and Development (OECD)/Eurostat list of
preventable and treatable causes of death! using the underlying cause of death recorded on death certificates, for people who died
younger than 75 years old. This is the same definition as used by the Office of National Statistic (ONS). Of the 47 Norfolk and Waveney
reviews included in this definition, 28 were coded as avoidable, this equates to 44% of the total reviews. This represents a reduction of

Ohttps://www.oecd.org/health/health-systems/Avoidable-mortality-2019-Joint-OECD-Eurostat-List-preventable-treatable-causes-of-death.pdf
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10% on last year, and 2 fewer avoidable deaths. Yet, this still far exceeds the avoidable death rate of the general population of 22%?**. In
our autism only reviews, six out of eight reviews could be considered avoidable with most of these being preventable.

Avoidable Causes of Death | Number | Percentage
Treatable 17 24%
Preventable 9 14%
Treatable and Preventable 2 3%

Appropriate classifications for causes of death are vital to ensuring these figures are accurate. ONS Guidance for the completion of
MCCD?? state that physical and intellectual disabilities and congenital syndromes which are not fatal in themselves should be avoided in
Part 1. Classifications in the first part of the MCCD have been worse this year with COD such as “Learning Disability” being seen more.
We have again seen MCCD including conditions such as Cerebral Palsy and Down Syndrome this year, which can lead to post-mortem
diagnostic overshadowing. Classification was also hindered by use of terms such as “old age” which should only be used very limited
circumstances.

9. Themes, Learning and Recommendations
This section focuses on the findings from the main aspects of care provided to people with learning disabilities and, where data is
available, how this compares to other areas. This includes AHC, weight management, overmedication of psychotropic medications,
provision of reasonable adjustments, cancer screening programmes and MCA assessments as well as end-of-life care.

9.1 Annual Health Checks (AHCs)
Evidence shows that people with learning disabilities are more likely to experience a greater number of health conditions than the general
population. They are also less likely to receive regular health checks or access routine screening*®. All people with learning disabilities are
entitled to an AHC. Regular health checks help identify unmet and unrecognised health conditions, leading to early actions to address and
treat these health conditions. Work has been ongoing within primary care to increase the number of checks completed and their quality.

https://www.ons.gov.uk/peoplepopulationandcommunity/healthandsocialcare/causesofdeath/bulletins/avoidablemortalityinenglandandwales/2023
Phttps://www.gov.uk/government/publications/medical-certificate-of-cause-of-death-mccd-guidance-for-medical-practitioners/guidance-for-medical-practitioners-completing-
medical-certificates-of-cause-of-death-in-england-and-wales
13 https://www.ndti.org.uk/assets/files/RH_Health_Checks_Guide.pdf
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Performance for 2024/2025 across the different localities in Norfolk and Waveney, is measured and can be seen in the figure below.
Notably there is nearly a 15% difference between the best and worst performing areas, which is a slight increase from last year and
suggests inequality across the region. Again, there has been an increase in the number of AHCs completed for all people with a learning
disability across the Norfolk and Waveney system. Barring 2020/2021 where COVID-19 was felt to have impacted completion, our system
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has seen a consistent improvement in numbers culminating in exceeding the national target of 75% for the first time this year.

Annual Health checks
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74% 76%
GE% i I I

2019/2020 2020/2021 20212022 2022/2023 2023/2024 2024/2025

Locality # on Learning Disability # of Declines # of AHC % of AHC delivered*
Register (March 2025) Delivered+
Great Yarmouth and Waveney 1817 157 1578 79.9%
North Norfolk 1196 98 1063 82.1%
Norwich 1547 79 1228 75.5%
South Norfolk 1408 101 1151 76.3%
West Norfolk 997 115 748 67.3%
Total 6965 550 5768 76.8%

+Using manual adjustments & automatic reports via CQRS National (April 2024 — March 2025)
*(AHC delivered divided by Declines + Learning Disability Register Total)
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Comparing this with the LeDeR reviews, out of the 55 completed for those who were eligible for regular AHCs, 80% (n=44) had been
offered an AHC in the 12 months before they died, which is a decrease on last year. Our post review data collection is also able to tell us
that 75% (n=41) attended their AHC, in the last 12 months before they died, which is an increase on last year.

Learning identified from the reviewers:

AHCs are a foundation of preventative care for people with a learning disability, and an essential part of managing co-morbidities and
reducing mortality. Most AHCs are completed using a preset template on GP systems, this ensures some consistency and its helpful
when checks are completed with some detail. However, sometimes AHC appear to be “tick box exercises” which do not reflect a
person’s individual circumstances. Reviews have highlighted the support provided by the ICB Health Inequalities Team in outreaching
to individuals who are not attending their AHC and liaising with GP and other professionals to increase uptake.

We see good practice when AHCs are combined with long term condition reviews and a whole person approach. We also see good
practice where blood tests and other investigations are arranged before the AHC so these can be addressed in the appointment as
opposed to needing to arrange a follow up. We have started to see the limited use of pre-AHC questionnaires being used which is
extremely good practice and we hope to see more over the next year. Currently these are not standardised, and reviewers have seen
an easy read version which is user friendly and accessible; and another version which asks a lot of questions and often uses medical
jargon language.

9.2 Health Action Plans (HAP)

A HAP identifies a person’s health needs and how best they can be managed, including what the person needs to do, who will help and
when this will be reviewed. Completing and providing a HAP is an essential part of a good quality AHC. The person needs to be given a
copy, as well as shared with any carers or home environments which may support them. The practice should then scan a copy into the
electronic record. A HAP is expected to include information such as:

» Health promotion activity

* Weight monitoring

+ Referrals to community health, social care, acute and specialist services

« Pain management

» Sight tests

+ Dental checks

* Advanced care planning
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* ReSPECT paperwork

Of the 41 completed reviews where there was an AHC in the last year of their life, 28 (68%) mentioned a HAP was in place which is a
small increase on last year. The information from data collected by the Primary Care Team for HAP completion as part of an AHC in
2024/2025 is very different as seen in the table below. This year’s primary care figure is 78%, which is a small increase on last year but a
continuing improvement on 2021/2022, where only 56% had a HAP.

Locality # on Learning # of HAP Percentage*
Disability Register completed
Great Yarmouth and Waveney 1,817 1,423 78%
North Norfolk 1,172 1,010 86%
Norwich 1,547 1,204 78%
South Norfolk 1,408 1,115 79%
West Norfolk 997 714 71%
Total 6,965 5,466 78%

Learning identified from the reviewers:

Although many annual health checks mention a health action plan has been created, reviewers have seen very few in the notes for
any reviews. Where they have been present, they are very basic but overall, it is hard to evidence the quality or how detailed or
accessible these are. There is no documentation of the outcomes or health goals which have been agreed and no documented review
of these outcomes in subsequent appointments. There is also no evidence any HAPs being shared with wider carers or professionals
where improving health outcomes may require a collaborative approach.

9.3 Screening
It is of note that we often only receive the last 5 years of primary care notes for a review; therefore, our knowledge of historical screening
is limited. So, to give as accurate portrayal of current practice as possible we have only included people who were eligible for the
screening at the time of their death in the below analysis.
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9.3.1 Abdominal Aortic Aneurysm (AAA) Screening
AAA screening is a way of checking if there's a bulge or swelling in the aorta, the main blood vessel that runs from the heart down through
the abdomen. Screening for AAA is offered to men after they turn 65. Of the 17 reviews with these eligibility criteria, only 2 had evidence
of a AAA screening being completed, despite 14 having had an AHC in their last year of life.

9.3.2 Cervical screening
Cervical screening is offered to all those with a cervix aged 25-64 years. Invitations should be sent every 3 years up to the age of 49 years
and every 5 years up to the age of 64 years. Of the 15 reviews with these eligibility criteria, only 2 (13%) had evidence of attending
cervical screening, despite 7 having had an AHC in their last year of life. This is an increase of 13% on last year.

9.3.3 Breast screening
All people registered with a GP as female and aged between 50 and 71 years should have breast screening offered every 3 years. Breast
screening involves use of an x-ray test (a mammogram test) to identify any cancers (when too small to feel) plus any other abnormalities
in a breast. Of the 12 reviews with these eligibility criteria, 7 (58%) had evidence of attending breast screening with 8 having had an AHC
in their last year of life. This is an increase of 18% on last year.

9.3.4 Bowel screening
Everyone aged 60-75 years should have bowel screening. A home testing kit is sent to a person’s home address every two years to
collect a small stool sample to be checked for tiny amounts of blood which could be early signs of cancer. Of the 21 reviews with these
eligibility criteria, 16 (76%) had evidence of having their bowel screening with 15 having had an AHC in their last year of life. This is an
increase of 18% on last year.
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Learning identified from the reviewers:

Cervical screening uptake overall remains low, and reviewers often see it classed as declined by patient, even when they may
lack capacity. Reviewers do not usually see evidence of reasonable adjustments in undertaking the capacity assessments and if
best interest is being considered this is not documented or evidenced. Furthermore, reviewers have seen some individuals not
invited at all as they appear in the system as “opted out”, with no recording of how this decision has been established and how
the mental capacity act has been used to establish this.

Reviewers found a better uptake of breast screening however have also seen challenges in accessing mammography for those
using wheelchairs or who have atypical posture. When mammography is not possible, education for people and their carers has
been provided on breast examination which is good.

Reviewers still see bowel screening used as an investigatory tool in response to symptoms, which again may explain why the
screening rates are comparatively higher to other cancers. Reviewers have seen evidence of good follow up from some GP
practices to people not responding to bowel screening invites, explaining what bowel screening is and why it is important to
complete it. Use of the reasonable adjustment digital flag and recording of needs by SNOMED code (a standardised language for
digital patient notes) may be beneficial in supporting services to explain and invite people to their screening appointments.

Whether a person has their AAA screening appears to be very much dependent on the surgery they are registered at, however
reviewers have seen evidence of easy read written information given and the AAA screening process explained to the individual
during the learning disability AHC.

9.4 Vaccinations
We can look closely at the uptake of pneumonia vaccines for those eligible. Chapter 25 of The Green Book of Immunisations'* states
which comorbidities meet the “high-risk” eligibility criteria for the vaccine. Despite recommendations from the Confidential Inquiry into
Premature Deaths of People with Learning Disabilities (CIPOLD) report!®, Learning Disability is still not included in in this.

Yhttps://www.gov.uk/government/publications/pneumococcal-the-green-book-chapter-25
Bhttps://www.bristol.ac.uk/media-library/sites/cipold/migrated/documents/fullfinalreport.pdf
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Of the 23 reviews, where the persons leading cause of death was a pneumonia, 18 (78%) would have been eligible for a pneumonia
immunisation. This is either due to their age or meeting the current high-risk criteria according to the green book. Of these 18 reviews, 10
had evidence of having a pneumococcal vaccine, meaning 44% didn’t. Although still not ideal, this is an improvement on last year. These
figures do not include the 4 cases with a pneumonia as an underlying COD.

The influenza (‘flu’) vaccine is a safe and effective vaccine. It is offered every year by the NHS to help protect people at risk of flu and its
complications. The flu vaccine is offered to everyone aged 65 and over and everyone under 65 years of age known to have a medical
condition that puts them at risk of flu complications. Chapter 19 of The Green Book of Immunisations states which comorbidities meet the
eligibility criteria for the vaccine'®. Uptake of the flu vaccine has been maintained since last year, with 86% (n=54) of all completed reviews
having evidence that the person had a flu vaccine regularly.

Of those within the age bracket for the Shingles vaccine, only 29% (n=9) had evidence of having had it in their review. The COVID-19
vaccine is a safe and effective vaccine and began distribution from December 2020. Over this year the eligibility criteria for a seasonal
COVID vaccine have changed, as such we will be no longer recording the number of vaccines people have had, and instead review
administration in the same way for pneumococcal/flu vaccines. Over this year Respiratory Syncytial Virus (RSV) vaccines have also been
introduced, which we have started to record as part of our post review work and will begin to report in next year’s annual report.

9.5 Obesity/Weight Management
When a person carries excess weight or body fat it can affect their health. Evidence shows that people with learning disabilities are more
likely to have a poor diet and are more likely to be underweight or obese than people in the general populationt’. BMI is a measure that
uses a person’s height and weight to calculate whether their weight is healthy. BMI should be used with caution for those with learning
disabilities as certain co-morbidities can impact someone’s weight such as chronic constipation. It can also be difficult to accurately
capture measurements for people with an atypical body shape or poor posture (postural kyphosis) which are more common with persons
with a learning disability. The BMI tool is currently the most used and acceptable measure of weight and health, but some other options
could include waist circumference or measuring a fold of skin. BMI categories can be seen below:

e <18 is underweight.

16 hitps://assets.publishing.service.gov.uk/media/654cf306014cc90010677371/Green-book-chapter-19-influenza- 3November2023.pdf
7 https://www.gov.uk/government/publications/obesity-weight-management-and-people-with-learning-disabilities/obesity-and-weight-management-for-people-with-
learning-disabilities-guidance
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e Between 19 and 24.9 is healthy.
e Between 25 and 29.9 is overweight.
e >30is obese.

Being underweight or overweight raises the risk of serious health problems and is known to have a direct impact on the person’s quality of
life. The table below shows the outcome and analysis of data of BMIs recorded for the 63 reviews.

Gender

<18 % [19-24] % [2529] % [>30] %

Males (n=33) <5 [3% | 14 [43%| 11 [33%| 7 |21%
Females (n=30) | <5 |3% | 15 |50%| 6 |20%| 8 |27%
Total (n=63) <5 |3% | 29 [46%| 17 |27% | 15 | 24%

In the 63 completed reviews both men and women mostly had a healthy BMI recorded. We have a reduction in the number of people
classed as underweight and obese but a higher percentage of people falling into the overweight range. Overall, men had a higher
combined percentage of reviews falling into the overweight and obese ranges than women. Similarly, a higher percentage of all the
reviews had a combined BMI in the overweight or obese range compared to the healthy range. This is the same as last year.

Learning identified by reviewers:

Many reviews show individuals with a learning disability having a high BMI. There does appear to be general advice given for
healthier lifestyles such as at AHC including encouraging uptake in exercises and eating a healthier diet. However, it is clear this is
not always adhered to, and we see consistent high BMIs across multiple years. In some cases, reviewers see involvement from the
specialist learning disability dietitian, but despite specialist intervention, outcomes are limited where there is assessed capacity and

more independent living.

Support often includes education, help with menu choices and care planning. Weight loss is managed incredibly well with effective
use of The Malnutrition Universal Screening Tool (MUST) and supplements to avoid someone becoming underweight. Some lower
tier weight management support is not always suitable for individuals with a learning disability. Advice for self-referral to a weight
loss programme doesn’t seem to be effective for individuals with a learning disability. Secondly, where intervention is put in place
there seems to be little evaluation or review of progress and to see how this impacted their life and weight, despite returning for AHC
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where BMI is consistently high. This is especially important where consideration is needed of (sometimes weight related) co-
morbidities.

9.6 Body Mass Index (BMI) and Psychotropic Medications
Psychotropic medicines are used for psychosis, depression, anxiety, sleep problems, epilepsy and sometimes given to people because
their behaviour is seen as challenging. Weight gain can be associated with use of psychotropic medicines including antidepressants,
mood stabilizers and antipsychotic drugs!®. Of our completed reviews, 59% (n=37) had evidence of psychotropic medications being
prescribed, this is an increase of 20% on last year.

It is suggested that patients with a BMI of 25 or over should be regularly reviewed and where appropriate, supported to stop or reduce
psychotropic medicines. In all our reviews recorded as being on a psychotropic medication, 51% (n=19) had a BMI considered overweight
or obese, which is similar to last year.

9.7 Stopping Overmedication of People with a Learning Disability (STOMP)
STOMP? is about helping people to stay well and have a good quality of life by stopping the overuse of medicines for those with a
learning disability and/or autistic people, mainly comprising psychotropic medicines. Long term psychotropic use with epilepsy is expected.
This is often a first line treatment and effectively managing epilepsy is essential at avoiding Sudden Unexplained Death in Epilepsy
(SUDEP). However, 73% (n=27) of people who were prescribed psychotropics, had them for a mental health condition or to support in
behavioural management, and 63% of those (n=17) had been on psychotropics for over 5 years. Both of these figures represent a lower
percentage than last year.

The most common singular reason for a psychotropic being prescribed was again due to a mental health diagnosis, present in 13 (35%)
reviews. 27% (n=11) had multiple psychotropics prescribed for multiple diagnosis, mostly this was a diagnosis of epilepsy with a mental
health condition and/or behaviour management. Less than 5 reviews had psychotropics prescribed for a sole diagnosis of behaviour.

18 https://www.bap.org.uk/pdfs/BAP_Guidelines-Metabolic.pdf
1% https://www.england.nhs.uk/learning-disabilities/improving-health/stomp/
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Most people prescribed psychotropics had a moderate learning disability, followed by mild and then severe and profound which both had
less than five. Our autism only reviews may represent a smaller number of the total people prescribed psychotropics, but it is important to
note this is six of the eight total autism only reviews were prescribed psychotropic medications. Last year a total of 39% of reviews were
prescribed psychotropic medications, this year 59% of reviews had psychotropics prescribed. Some of this increase may be explained by
our increased autism only reviews.

Learning Disability Mild | Moderate | Severe | Profound | Autism only
Psychotropics prescribed | 10 17 <5 <5 6
Percentage 27% 46% XX XX 16%

Learning from the reviewers:

The majority of medication reviews are completed during learning disability AHCs or long-term condition reviews. Many reviews have
seen clinical pharmacist oversight which triggers a task to the GP to consider the efficacy, necessity and interactions of medications.
Where we have seen no or poor medication reviews there have been examples of non-concordance with medications not being
picked up and managed, people using medications on repeat prescription for months or years where the initial course was meant to
be weeks and a lack of response to medication related side effects.

When a specialist medication is prescribed and not reviewed by secondary care, this sometimes is also highlighted to be actioned.
However, not all individuals are having a clinical pharmacist review. There is little evidence of assessments used to gather the
efficacy of the medication for those individuals who lack capacity, for example antidepressant medication where there is a need for
titration or changes to reach a therapeutic level.

Reviews have seen incidences of autistic people prescribed psychotropic medications, in some instances antipsychotic medications,
to manage dysregulation, irritability and behaviour with no diagnosis of serious mental illness, psychosis or a formulation present.
Overdosing on stockpiled prescribed and/or illicit substances has been seen, despite risk assessments and mitigations in place such
as weekly prescribing. In other cases, we have seen poor monitoring and oversight of long-term high dose antipsychotic use.
Inversely, we have also seen where signs of antipsychotic side effects have been noted under a shared care arrangement with
primary care, but not actioned for a medication or psychiatry review.
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In most cases, oversight of antiepileptic medications is done well with specialist oversight where required and good shared care
arrangements. There are incidences however where people have not been monitored to NICE guidelines, evidencing missed
opportunities for specialist review and monitoring.

9.8 Mental Capacity Act (2005) Assessments and Restrictive Legislation
Mental Capacity Act (MCA) assessments are applied to people aged 16 years and over. The aim is to protect and empower people who
may lack the mental capacity to make their own decisions about their care and treatment. The MCA covers a wide range of decisions such
as day to day decisions on what to wear, personal care, where to shop, to significant and serious life-changing decisions such as
changing homes, major surgery, and financial management.
The MCA states?:
Assume a person has the capacity to make a decision themselves, unless it is proved otherwise.
Wherever possible, help people to make their own decisions.
Do not treat a person as lacking the capacity to make a decision just because they make an unwise decision.
If you make a decision for someone who does not have capacity, it must be in their best interests.
Treatment and care provided to someone who lacks capacity should be the least restrictive of their basic rights and freedoms.

It is anticipated that all our reviews for people with a learning disability (h=55) may have required a capacity assessment at some point in
their care. From the reviews 78% (n=43) had evidence of a capacity assessment being completed, 16% (n=9) of reviews described
adherence to the MCA as variable, and less than 5 reviews had no evidence of a capacity assessment having been completed at all. This

performance is much better than last year with more people having evidence of MCA assessments being completed and less evidence of
variable compliance.

Learning from Reviewers:

Reviewers find that although usually the MCA is appropriately and effectively used in acute settings, where non-urgent decisions on
future care planning or elective surgical procedures are made, there are significant missed opportunities for more collaborative and
MCA compliant processes. For example, noting early enough the requirement for an Independent Mental Capacity Advocate (IMCA)

20 section 1 of https://www.legislation.gov.uk/ukpga/2005/9/contents
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and making that referral to support any best interest decision making. IMCA allocation still take long time, which is not ideal when a
decision needs to be made for the individual, but this can be mitigated by earlier identification and requests for assessment and
support. Reviewers have seen, on occasion, assumptions being made about a person's ability or concordance with interventions such
as scans. This has been with little to no consideration for reasonable adjustments around communication, de-sensitisation work or
indeed consideration of capacity and best interest decision making. Reviewers have seen the challenge faced by services supporting
young people from children to adult services and the conflict between parental consent and the applicability of the MCA at 16/17 years
old. Overall use of the MCA can be described and variable with ongoing difficulties with accurate recording of decision-making
processes which fully represent the voice of the person at the centre of the decision being made.

9.9 Deprivation of Liberty Safeguards (DoLS)
DoLS ensure people who cannot consent to their care arrangements (i.e., in a care home or hospital) are protected if those arrangements
deprive them of their liberty. Arrangements are assessed to check they are necessary and, in the person’s best interest. Representation
and the right to challenge a deprivation are other safeguards that are part of DoLS. This safeguard is also appropriate if a person lives in
supportive living or in their own home and is under ‘continuous supervision and control’. The point of the authorisation is the same as in a
care home or hospital, and the same criteria apply. However, the process is slightly different. Most reviews highlighted that DoLS had not
been used when it was required to safeguard a person’s liberty, and the percentages are largely the same as last year.

DoLS Used Number | Percentage
Yes 14 22%
No/Not Stated 46 73%
Not Applicable <5 XX%

Learning from Reviewers:

Reviewers have seen very few cases where a DOLS was in place, when one was required. This is most notable in community
settings. Following the expiry period of an urgent DoLS application, a person should have an assessment before a standard DoLS
application is made. Due to capacity these assessments were not often seen to have been completed, and an application for a
standard DoLS appears to be made automatically or the DoLS continues until the assessment takes place. However, reviewers have
also seen good practice in supporting a person to challenge their DOLS, referring to and involving support services such as the IMCA
to ensure the decision process was person centred and robust.

Page 39 of 61

86



A

Improving lives together

Morfalk and Waveney Integrated Care System

NHS

Norfolk and Waveney

Integrated Care Board

9.10 End-of-Life Care

End-of-life care is also referred to as palliative care or advanced care planning. It involves conversations between people with learning

disabilities, their families, and carers and those supporting them about their future wishes and priorities for care.
Out of all the completed reviews, 41 (65%) had evidence of the person being on an end-of-life plan before they died, which is a slight

increase to last year. The length of time on an end-of-life care plan varied from a couple of days to over six months, but most were cared
for under an end-of-life plan for less than one week before they died. A higher percentage of people who died on an end-of-life care plan,
died in the acute setting. However, the percentage of reviews demonstrating an end-of-life care plan where they have died at home has

increased. This year we had less than 5 deaths in hospice, but more than last year. There is no data available to indicate whether people’s

wishes were observed in all settings.

Place of Death

End-of-life Pathway | Acute | Percentage | Usual Residence | Percentage | Hospice | Percentage | Other | Percentage
Yes (n=41) 22 54% 17 41% <5 XX% 0 0%

No (n=22) 10 45% 9 41% 0 0% <5 XX%

Learning from the reviewers:

Acute teams could be more aware when they are discharging a person home, if they may soon require end-of-life care and make
the necessary referrals for planning and support. Too often reviewers see a person who has had a gradual decline, discharged
from hospital, perhaps with a hospital avoidance plan and an understanding that they may soon become end-of-life, but without any
referral to or acknowledgement or planning with community teams. Where admission avoidance planning is undertaken but this is
not followed up with support and joint working with community and home care providers, any signs of deterioration, especially out of
hours can easily trigger an acute hospital admission.

Palliative care teams are a vital support for the person and their carers and much good practice has been seen with their
involvement including supporting families and individuals to understand end-of-life and what to expect. They also provide education
for paid staff and families, while also supporting with bereavement following the death of a loved one. In some cases community
services have not been aware of these services and/or how to access them. Often reviewers see anticipatory medications
prescribed in a timely manner, but delivered without the necessary paperwork, for example an administration chart, which has had
led to delays in carers being able to provide symptom management.
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9.11 Recommended Summary Plan for Emergency Care and Treatment (ReSPECT)
The Recommended Summary Plan for Emergency Care and Treatment?! (ReSPECT) process creates personalised recommendations for
a person’s clinical care and treatment in a future emergency in which they are unable to make or express choices. It would be reasonable
to expect everyone who we reviewed to have had a ReSPECT form in place, when they died.

Out of all the completed reviews 51 (80%) had evidence of a completed ReSPECT document at the time of their death which is an
improvement on last year. There was a lower percentage than last year of those with a ReSPECT form having died in hospital (55%),
suggesting we are seeing more ReSPECT forms completed in the community. As previously mentioned, ReSPECT is a discussion which
should happen as part of the AHC. According to reviews, 74% of those who had a ReSPECT document completed and a learning
disability diagnosis, had attended an AHC in the last 12 months of their life, a lower percentage than last year. Of the people who were on
an end-of-life plan, 95% had a ReSPECT form completed. Of those not on an end-of-life plan, 55% had a ReSPECT form completed,
which is higher than last year. As such ReSPECT still may be being better used in those at end-of-life, however we are seeing more use
of ReSPECT as intended, as an emergency care planning document.

Learning from the reviewers:

Completed forms often note where conversations have been had with a person close to them which is good. However, it does show
opportunities to develop how we record and represent the views and wishes of the actual person at the centre of the decision.
Reviewers have noted a marked increase in the quality of ReSPECT forms, where more information is generally recorded which
better reflects the person it is about. Reviewers have seen certain teams building ReSPECT conversations into their standard
assessment, which is incredibly positive, as it normalises the conversation and provides a good reminder for professionals to broach
emergency care planning. Although many individuals have ReSPECT forms completed in the community, reviewers have frequently
seen them having a new one completed in hospital every single time they get admitted, rather than the forms being shared and
reviewed between services. Language continues to be an area of consideration and review. When we are discussing cognitive
impairment and how this impacts on decision making, reviewers continue to see “Learning Disability” listed as a reason for a
ReSPECT or DNACPR decision being made, and in one case “severe retardation”.

2! https://www.resus.org.uk/respect/respect-healthcare-professionals
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9.12 Do Not Attempt Cardiopulmonary Resuscitation (DNACPR)
The guidelines state that it is good practice for decisions about DNACPR to be clearly communicated to all those involved in the patient’s
care. It is important that healthcare professionals, patients, families and those close to patients understand that a DNACPR decision
applies only to cardiopulmonary resuscitation (CPR) and not to any other element of care or treatment. A DNACPR decision must not be
allowed to compromise high quality delivery of any other aspect of care. Out of all the completed reviews 50 (79%) patients had a
DNACPR order in place before they died, with 98% of these being deemed appropriate according to the evidence available. This is a
continued improvement from previous years.

Learning from the reviewers:

Reviewers feel that overwhelming DNACPR orders are used appropriately and, in the persons best interest, with conversations with
family and key carers frequently seen as good practice. However, documentation how decisions were made continues to be poor
with little evidence of adherence to the MCA.

9.13 Reasonable Adjustments
Making reasonable adjustments is a statutory duty under the Equality Act 2010. This states that all health and social care providers must
make reasonable adjustments to remove any barriers, physical or otherwise, that could make it difficult for disabled people to use their
services or prevent them from using them altogether.

A lack of reasonable adjustments can be a significant barrier to accessing healthcare and healthcare settings. Reasonable adjustments
are not just stand-alone interventions and are woven into people’s daily care and support. Below are highlighted some of the themes seen
in reviews, regarding good provision of reasonable adjustments and where practice needs improvement.

Looking at the reviews examined, reasonable adjustments fell into multiple themes, which were either accommodated or not, and are
summarised in the tables below.

Theme Examples of good use of reasonable adjustments

Adapted Access Primary Care visits at home or outside of the practice to encourage engagement.
Environmental controls such as side rooms to help people manage their anxiety and worry.
Home visits or tele health appointments by specialist teams.

Use of hospital passports and emergency admission plans.

Acute Learning Disability Liaison Teams.
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Provision of direct access to secondary care for advice on an ad hoc basis if required.

Communication

Information provided in clear, concise, and simple language.

Easy-read letters to invite people to attend their AHC.

Easy-read care plans provided by primary care in collaboration with patients.

Terminal prognosis delivered in collaboration with a community learning disability nurse in a
language that the person could understand and then a plan for end-of-life care was co-produced
with the input of the patient.

Provision of communication care plans.

Adapted communication which meets individual needs.

Time allowed for processing.

Smoking cessation information given in simple language with clear support.

MCA Principles

Highlighting in health and care passports about a persons noted difficulty with executive
functioning and ensuring staff properly test agreement or responses.

Additional appointments offered with clinical staff to reiterate and discuss treatment options.
People consulted using reasonable adjustment to contribute to care and treatment decisions,
including:

Moving home

End-of-life care

Aspects of daily living

Meal planning and diet

What activities to attend on what day

Hospital avoidance plans

Familiar Carers

¢ ¢ VYVVVYY

Using the expertise of family or parent carers in best interest decision making.

Using care staff to support with end-of-life care in hospital.

Building care plans and hospital passports with carers who knew the person, paying close
attention to non-verbal cues.

Allowing community care staff into the acute care environment.

Staff are encouraged to attend appointments with people for support and advocacy.
Flexibility in visiting times for family and carers.
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Transferring investigations to a local hospital to facilitate less travelling time and enable family
support at appointments.
Prioritising familiarity for spotting soft signs of deterioration.

Bespoke Care

Ensuring the person had the same GP and practice staff or preferred staff where possible to allow
continuity of care and build trust and support engagement.

Providing bespoke equipment such as iPads to provide distraction and reassurance and reduce
anxieties.

Flexible approach to community care provision allowed for access to community activities.
Adequate planning and individualised care which helped engagement for appointments, for
example allowing a scan to be completed in standing position due to anxiety.

Making and agreeing the next appointment at the end of the GP appointment as this assured
understanding and supporting attending.

Non pharmaceutical methods to aid anxiety and agitation.

Flexible service provision to provide continuity of care by staff familiar to the patient.
Collaborative needs-based care planning.

Shortened hospital admissions with increased community-based follow up interventions.
Admission plans and health and care passports used to adapt ward-based care and support.
Care home taking on complex end-of-life care to enable a person to die in their home.

Theme

Examples of poor use of reasonable adjustments

Adapted Access

Lack of consideration for access preferences to support someone engaging with an intervention,
for example 1:1 counselling over group work.

Multiple transitions between different professionals within the same service led to frequent
disengagements from support.

Poor documentation of required reasonable adjustments to support an acute admission.
Referral for an outpatient procedure initially rejected by the hospital as this “wasn’t available for
learning disability patients”, delaying investigation, diagnosis and treatment.

Communication

Poor understanding of a person’s perceived reality and/or their abstract thinking in communicating
an end-of-life prognosis.
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In care planning, there were no reasonable made to involve the person at the centre and instead
just the carers were consulted.

Despite having signs in hospital to indicate likes and dislikes for food, this was not referenced and
so the person stopped eating.

Multiple missed opportunities seen for easy read letters and information.

Reassessment of reasonable adjustment needs were not conducted despite a person’s global
decline, including cognition.

MCA Principles

Risks of refusing treatment were not communicated in an accessible way, so the persons
understanding of the consequences from a decision to decline cannot be guaranteed.

Best interest meetings may not always need to be strictly formalised, but documentation is
required to evidence the work.

Missed use of MCA principles in the referral and use of independent advocacy services.

No reasonable adjustments used to enable a person to understand or contribute to decisions
about their care and support.

Over reliance on “parental consent” for adults without evidence of capacity assessments or best
interest decision making.

Provision of Care

An inflexibility in patient transport which didn’t account for the person’s complex care needs led to
missed appointments and had an impact on wellbeing.

There were opportunities for better planning and support to allow a person to die at home, rather
than being moved into residential or nursing care.

Missed care reviews meant home care support was inadequate to meet the person’s needs.
Frequent discharges following episodic care interventions led to poor outcomes and little oversight
of health and wellbeing.

Poor collaborative working between services has resulted in gaps in care planning, highlighting
deterioration and assessing risk.

Required cancer home screening processes were not supported or facilitated by community care
providers.

Follow up for missed or declined screening appointments is lacking.
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Use of reasonable adjustments is variable across the different reviews examined for this section. There is also evidence of variability
within the same reviews and some cases showed evidence of multiple adjustments to make services more accessible and a lack of
adjustments which have created barriers for people to access the care they need. Overall, there is evidence of more use of reasonable
adjustments than not. Again, this year we did not see any reviews where there were no examples of reasonable adjustment being used
and less examples of missed opportunities to use reasonable adjustments. Although highly subjective, this is still perhaps a good indicator
of progress.

Learning from reviewers:

Reasonable adjustments are not always standard practice, and on many occasions, someone must advocate or ask for them, for
example having familiar staff or family present during hospitalisation or a side room to avoid increased anxiety. This shows scope
for better use of the reasonable adjustment digital flag and up to date health and care passports. These should be electronically
added to someone’s file where possible. From an acute setting and community setting what is consistently seen to lead to a good
use of reasonable adjustments is the involvement of learning disability specialist teams. The value of these colleagues cannot be
underestimated and is evidenced in the reviews.

There is evidence of good reasonable adjustments such as taking time to explain procedures using adapted communication
methods including pictures and simple sentences to maximise understanding minimise anxiety. People are being offered
appointments at a chosen time of the day, where it was better for them and therefore, they were more likely to attend. We have
seen appointment reminders and a wider offer of home visits for individuals who are unable to attend the surgery. There is good
reference to familiar staff or family during appointments or interventions, and in some cases, investigations are being completed in
outpatients to minimise hospital stays. Furthermore, we have seen multiple investigations arranged for the same day to avoid
unnecessary trips to hospital.

Some poor examples have included hospital transport not accommodating for the time it takes for a person with complex and
profound physical and learning disabilities to get ready to leave home. An automated approach to hospital appointments can mean
missed appointments. Some services focus on “episodes of care”, has meant we have missed the opportunity to provide an
extended period of case management and support which has led to a rapid deterioration post discharge. Care co-ordination is also
important and where a lead professional is missing, gaps in care provision are usually apparent including specialist monitoring from
secondary services and medication reviews.
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10. Safeguarding
Reviewing the deaths of people known to have a learning disability and/or autistic people helps us identify avoidable factors that lead to
early deaths and supports services to improve their quality of care. This is a major step forward towards tackling inequalities within health
and social care provision. As part of the review process, safeguarding is always a consideration and forms the foundation for any case
discussions the team has. The national LeDeR policy provides a robust governance process for safety and abuse concerns to be
highlighted, and the Norfolk and Waveney team has been structured to meet this.

A review will often be presented at multiple panels for Quality and Assurance checks and sign off. This allows the multi-agency panel the
opportunity to go beyond the remit of LeDeR and promote challenge, assurance, and service improvement. In addition, the team has
structured its local arrangements through guidance co-authored with the ICB designated safeguarding team and the Norfolk Safeguarding
Adults Board (NSAB).

This has proceeded the agreement of appropriate safeguarding training and supervision for the LeDeR Team as per the collegiate
document?? and a structured process for referring for Safeguarding Adult Reviews (SAR). The Senior Nurse Manager and LAC for the
LeDeR programme also presents the findings of reviews to the ICS Learning from Death Forum bi-monthly and to the Learning Disability
and Autism Programme Board monthly, to share key learning with representatives from the wider NHS providers and the ICB’s
Safeguarding Team.

Over the last year our team has had one review be referred to NSAB to be considered for a SAR. For LeDeR, the basis for a SAR is to
learn lessons from particularly complex or serious safeguarding adult cases, where an adult has died, and abuse or neglect has been
suspected. If the referral is accepted a detailed review is undertaken and, recommendations are made to change or improve practice and
services.

Learning from reviewers:

Reviewers have seen multiple instances of missed opportunities to refer to safeguarding, including in cases of self-neglect and/or
domestic violence where concerns have been raised and noted by several professionals. Good transition arrangements for young
people are incredibly important, especially where there have been adverse childhood experiences, safeguarding involvement

2https://www.rcn.org.uk/Professional-Development/publications/rcn-adult-safeguarding-roles-and-competencies-for-health-care-staff-011-256
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and/or mental health support. We have seen inappropriate discharge from mental health services at transition age, rather than a
transition arrangement into adult services, which has led to fluctuating mood and self-harm.

11. Examples of Lived Experiences
This section is about the stories of people whose life and death, we have reviewed. They have families and friends who cherished them
therefore, we are sharing some of the stories and experiences from completed reviews. The details have been anonymised and names
changed to further protect their identities.

Liam

Liam was a 44-year-old man with a mild to moderate learning disability, living in supported living accommodation. He was
described by those who knew him well as kind, funny, spirited and having a personality that was “larger than life”. Liam loved
playing the guitar, going to bingo and had a passion for cars. Liam had a period of weight loss and was under investigation with the
GP when he was admitted to hospital for an infection but was diagnosed with colon cancer with extensive liver metastasis.

Our review found that reasonable adjustments were applied consistently in supporting this person during their last hospital
admission including the investigations and his diagnosis. He was supported by familiar staff who provided comfort which reduced
Liam’s anxiety and increased his engagement but also provided effective communication with professionals and family. Following
multidisciplinary discussions, it was agreed treatment was not a viable option and Liam was to be referred to palliative care.

On discharge there was excellent communication and liaison between a multitude of professionals from different agencies to meet
Liam’s palliative care needs and provide excellent end-of-life care in the place he called home. His home worked with his family and
friends to make sure Liam always had someone there so at the time of his death, he was comfortable and surrounded by loved
ones.

Glenda

Glenda was a 50-year-old lady with a mild learning disability, secondary to a genetic syndrome with other health conditions. She
lived with a foster family under the shared lives scheme. People who knew her described Glenda as a happy person who smiled a
lot and made friends easily. She liked watching TV Soaps and listening to music on the radio. Glenda was needle phobic and not
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happy with any medical procedures, despite desensitisation, reasonable adjustments, encouragement and even mild sedation.
Glenda didn't have any vaccines, screening or many blood tests.

Glenda had experienced a period of changing continence needs. Eventually she was referred to the community learning disability
team for desensitisation work for her to accept some blood tests, while she received antibiotics. Following abnormal blood test
results, clinical examination revealed a mass, and a 2-week referral was made to Gastrointestinal Medicine. While waiting Glenda
was admitted to hospital with an acute kidney injury and found to have an extensive cancerous tumour invading her bladder uterus
and ovaries. Glenda was deemed not fit for radical treatment and was discharged home for end-of-life care.

Her review noted there were opportunities when Glenda’s continence presentation changed, to offer a referral to a
urogynaecologist, as per the NICE CKS guidance. This would have been beneficial as early referral to secondary services, could
have diagnosed her cancer at an earlier stage when it could have been treated, while also it may have avoided the need for blood
tests, as Glenda was needle phobic.

Louise

Louise was a 79-year-old lady with a severe learning disability who had recently moved into a care home due to a change in her
needs. Louise was described as feisty and loved 1:1 time with staff. She liked reading, listening to music and watching TV,
especially soaps and Tipping Point. She was a real animal lover, especially cats and dogs. Louise had a complex health profile. Her
review showed she was prescribed an antipsychotic medication, yet there was no review from secondary mental health services to
evaluate its efficiency or necessity. More so, the GP records show that the reason the medication was prescribed was “learning
difficulties”.

In the 18 months before her death Louise presented with a significant health deterioration, including multiple attendances to ED and
hospital admissions for a variety of reasons. Louise had a bowel care plan designed to manage her complex needs. Louise’s home
didn’t have nursing provision so their staff attended additional training to facilitate this care and Louise could stay in familiar
surroundings with familiar people, without a reliance on district nursing. This worked very well, and was supported by an excellent
relationship with the GP surgery who would visit weekly for “ward rounds”.

Louise was felt to be approaching end-of-life so it was agreed a hospital avoidance plan would be in her best interest.
Unfortunately, Louise still required the odd admission where community management wasn’t effective. When Louise entered her
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end-of-life stage, she had palliative care focussed on symptom control and comfort and she was supported to peacefully pass
away, at home, with family by her side.

Adam

Adam was a 72-year-old gentleman with a mild learning disability who lived with family, in the same house he has grown up in as
child. Adam was described as quiet, happy, kind and fiercely independent. He liked to go to the allotment and enjoyed going to
local cafes, shops and spending time with his family. Adam was generally well and the care and support he received from his family
was outstanding.

Adam had experienced a steady deterioration in his health but was clear he wanted to keep living at home. Following a care act
assessment a Direct Payment arrangement was agreed with family members acting as a personal assistant but unfortunately, he
passed away before this could be started. Family was consistently included in his care and support planning, including in the end-
of-life discussion when Adam became acutely unwell and wasn’t responding to treatment.

It was decided that it was in Adam's best interest to stop treatment. Unfortunately, he was too unwell to go home but staff worked to
keep him comfortable and anticipatory medication was prescribed. His care planning moved to symptom control and comfort and
Adam peacefully passed away with his family by his bed side.

Lorraine

Lorraine was 72-year-old lady with a mild to moderate learning disability. She had been an inpatient in a hospital for over 30 years
before she moved to supported living accommodation in the early 2000s. Lorraine was described as an energetic and friendly
person who made friends wherever she went. She had a very active social life and had been supported to have holidays including
cruises.

Lorraine had said how she found her happiness when she moved into supported living and the move away from institutions “gave
her wings". Her experiences had been used as training for care staff, and she had even given a talk to 300 staff on one occasion,
as well as being involved in staff recruitment. Lorraine’s review really highlighted the importance of suitable and appropriate
accommodation on an individual's wellbeing, especially after being subject to institutionalism in the past.

Lorraine had some blood tests after a period of illness which were deranged and so her GP arranged for Lorraine to go to ED for
further investigations. Staff were aware that Lorrane had a learning disability and was becoming increasingly distressed and
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agitated by the long wait and busy environment. However, she had to wait 7 hours to be seen then told she needed to return the
next day for imaging. On her return the next morning, the same thing happened, and Lorraine had to wait until the afternoon. There
was no consideration, or offer, of reasonable adjustments.

Unfortunately, Linda was diagnosed with cancer. The home worked well to explain Lorraine’s condition and prognosis to her in a
way she would understand. This enabled Lorraine to decide that if the treatment wasn’t curative, she didn’t want it just to prolong
her suffering. Before a plan for her cancer management could be arranged, Lorrane became acutely unwell and was admitted to
hospital but didn’t respond to treatment. In conversation with loved ones, it was decided to commence palliative care.

Lorraine was too unwell to be transported home for end-of-life care but was supported in hospital by the palliative care and the
acute learning disability liaison team. Family and carers took turns to always be with her and she passed away peacefully with her
siblings at her bedside.

Dawn

Dawn was a 58-year-old lady with a mild learning disability. She had her own tenancy through a housing association. She was very
independent and liked to get out in the community and see her friends.

In the couple of years leading up to her death, Dawn didn’t attend her health appointments, including screening, vaccinations and
annual health checks. Historically Dawn had been difficult to engage in services and case management was challenging with
Dawn’s very complex health and social care profile. When services were involved, there were notable areas of collaborative work
including in decisions on maintaining her tenancy agreement to avoid eviction, management of hoarding including decluttering and
house cleaning, supporting Dawn to attend appointments and raising and sharing concerns for her safety and wellbeing with
safeguarding colleagues.

Most notable was the support from the Health Improvement Team who worked to encourage Dawn to attend her annual health
check. The team visited Dawn at home to talk to them, explained what the health check was and talked about how it could be
beneficial. Moreover, the team supported Dawn to attend the appointment at the surgery, which opened many opportunities for
support and signposting including vaccination, smoking cessation, dentistry and the opticians.

Unfortunately, Dawn did tend to move through periods of disengagement with services where any improvements made would then
backslide as Dawn would be discharged from services. There were concerns here especially due to the repeated and historical
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reports of domestic violence. Dawn would have benefitted from longer term, ongoing support and time to build a relationship with
professionals, rather than episodic care. During a social care visit, Dawn was found in bed and not very well. She was taken to
hospital and despite initially responding to treatment, quickly deteriorated and passed away in hospital.

Anna

Anna was 47-year-old lady who had a relatively recent diagnosis of autism and ADHD. Anna loved painting, reading and sewing.
She was very crafty and made wreaths at Christmas and loved to bake. Anna has experienced a mixed anxiety and depression
disorder for many years.

Anna received support to manage her mental health from her GP, who reviewed her regularly, and she had been open to local
Mental Health Services. In recent years Anna had spoken to both her GP and Crisis Team about thoughts of suicide and self-harm,
and so had a safety plan put in place with options and contacts available for Anna to speak to if needed. The safety plan was
devised by the Crisis Team and the GP would reiterate it during appointments ensuring Anna knew who to contact if needed.

However, Anna had been on the waiting list for 2 years for a gynaecological procedure and had chronic pain which impacted her
mental health and wellbeing. As such her suicidal ideation persisted. Her GP did regularly review her mental health and pain and a
big protective factor for Anna was her dog, which sadly died and not long after Anna attended an appointment with her GP and
informed them that she had taken an overdose. The GP, in agreement with Anna, referred on to the Crisis Team.

Despite contacts from the GP and Crisis Team, Anna was unreachable. Contact was made with the police to carry out a welfare
check however they advised GP to do it as they had been last person to see her. A practice nurse visited and found Anna
unconscious so gained access to the property by climbing through a window and commenced CPR. Anna was taken to hospital
and required an ICU admission, but her condition was poor, and she passed away a few days later. Despite her history and
evidence of combined drug toxicity, suicide was not recorded as a cause of death.

Lorna

Lorna was a 52-year-old lady with a diagnosis of a moderate learning disability and autism, who lived in a care home. Lorna was an
incredibly sociable lady and enjoyed doing arts & crafts with her friends. She loved music, especially ABBA and hymns at her
church. She liked baking, the seaside, shopping, and was very keen to make sure she looked nice.
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Lorna had bipolar disorder and had regular contact with the learning disability psychiatry team. It was noted in the review the impact
of Lorna seeing the same consultant psychiatrist, who monitored her mental health and having had an in-depth knowledge of her
condition, knew what had worked in the past and what had been trialled, so could make informed decisions in terms of therapeutic
input.

Where Lorna did struggle with her mental health, and presented with behaviours that carers found challenging, there was evidence
of good collaborative work from multi-disciplinary services in, avoiding the need for admission, reviewing positive behaviour support
and communication care plans and reviewing her medication as per STOMP protocols. A lot of this work involved Lorna’s social
work team, despite them being out of county.

Unfortunately, Lorna required admission to ED following a cardiac arrest after choking at home. This was later found to be due to a
previously unknown food allergy. Unfortunately, the extent of Lorna’s brain damage mean recovery was unlikely. Discussion took
place with family and carers, and it was agreed Lorna would be referred for palliative care. She was transferred to a side room; her
care was focussed on comfort and symptom control, and she peacefully passed away with her mother by her bedside.

Gerald

Gerald was a 67-year-old gentleman with a severe learning disability who lived in supporting living, with family and a home care
package. Gerald was described as shy and liked long walks outside. He loved going to see his football team play and take trips out
to London see the theatre and museums.

Gerald had been quite unwell for a few years before he died, however despite multiple acute ilinesses he repeatedly rallied. His
complex health profile and steady deterioration in health required support from many services. The GP practice had two doctors
allocated to their service meaning if one GP wasn’t available the other who knew the residents well would either call or visit. The
community learning disability team supported with nursing assessment support and referrals. Gerald had ongoing reviews with the
psychiatrists and the physiotherapist and occupational therapist supported with mobility, providing aids and equipment as Gerald
became more reliant on support.

A comprehensive admission avoidance plan support plan was created including oxygen, stand by antibiotics, a review of his
ReSPECT document and provision of anticipatory medication. This plan was effective and in the last few months of his life Gerald
had increasing seizures, and the community specialist epilepsy nurses were very responsive to requests for support in managing
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them. Due to this multi-disciplinary working, with support from his care provider, GP, community learning disability team, and local
community nursing team, Gerald remained in his home for his end-of-life care as he wanted.

Patrick

Patrick was a 70-year-old gentleman with a mild learning disability and a longstanding and complex history of mental illness. Patrick
had spent periods of his life admitted to hospital under sections of the mental health act, and more recently before his death was
admitted to a nursing home with 24-hour support. Patrick was a very private man but enjoyed time in the garden.

The GP surgery conducted a weekly "Ward Round” which included reviewing every resident at least once per month, ensuring
good oversight and quick identification and response to deterioration and concern. Also keeping the GP involved meant primary
care, mental health and other services worked well to coordinate Patrick’s care and support. Patrick had good oversight from the
community mental health team with regular reviews which included medication reviews focused on STOMP principles and crisis
planning.

Patrick had seen an overall deterioration in his physical health, including his swallow, and was having repeated chest infections. A
long-term plan for his eating and drinking was discussed as Patrick had not been concordant with his assessment and has been
unwilling to keep in a naso-gastric tube. This was a multidisciplinary discussion including relevent specialists, mental health input to
assess for an acute psychiatric cause and an IMCA. Surgically placed feeding tubes were deemed inappropriate, and the team took
a best interest decision to pursue palliative management with an Eating and Drinking with Acknowledged Risk (EDAR) and
admission avoidance plan. He was discharged with an end-of life care plan which enabled him to pass away at home in the comfort
of his own room.

Peter

Peter was a 55-year-old gentleman with a moderate learning disability and a complex health profile requiring support from multiple
services. Over the years he lived in several care homes, with his most recent moves being a result of a change to his heath and
care needs. Those who knew Peter described him as 'happy go-lucky' and very sociable with a good sense of humour. He liked
arts and crafts, helping in the office, spending time with animals and going to the gym when his health allowed.

Although initially Peter was independent with some of his activities of daily living, due to frequent periods of ill health and
hospitalisation, Peter became more and more dependent on staff. Yet staff really worked to help Peter fulfil some of his bucket list
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wishes, including a day at a racetrack where he got to ride in supercars. They even had plans to take Peter to the Titanic Museum
in Belfast but unfortunately, he passed away before they could go.

Peter’s dysphagia led to recurrent chest infections so preventative measures were taken to minimise the frequency of aspiration
incidences, but these were unsuccessful. The review highlighted how liaison between teams collaboratively with Peter and his
family, resulted in timely and person focused decision making, which coordinated multiple aspects of Peter’s care. This was best
seen in the decision making around his eating and nutrition and respiratory care.

During his last acute illness Peter had a sudden deterioration. Despite treatment, Peter’s condition didn’t improve, and he was
palliated with care focused on symptom control and comfort. He peacefully passed away the same day with family and carers by
his bedside.

Rebecca

Rebecca was a 45-year-old woman who resided with her partner and their cat in a supported living accommodation. She had
recently moved from private accommodation due to a change in her needs. Rebecca was described as a happy person. She loved
going out with her friends, watching TV, especially soaps and listening to music. Although Rebecca had a mild learning disability
within the context of her genetic syndrome, she wasn’t on the GP’s learning disability register and therefore she didn’t have any
annual health checks, but did have good long term condition reviews.

Rebecca had a multitude of complex and related medical conditions for which she required specialist investigations and ongoing
reviews. Coordinating correspondence with multiple secondary care services was complex and time consuming for her family.
However, the review also saw excellent liaison between multiple professionals in achieving the best therapeutic input for Rebecca
and attempts to coordinate appointments to avoid multiple hospital trips, amongst other reasonable adjustments.

Over the last couple of years, a significant deterioration in Rebecca’s condition was noted resulting in multiple and prolonged
hospital admissions. Her review found Rebecca had great support from the acute learning disability liaisons team to navigate her
frequent admissions which had significant benefits to her wellbeing. In this case the family also praised the chaplaincy team at
hospital for their incredible support during hospital stays. Firstly, during COVID-19 when family visits were restricted, Chaplaincy
visited Rebecca when her family couldn’t and offered emotional support and comfort. Secondly Chaplaincy visited during
Rebecca’s end-of-life care, which gave them all a lot of support.
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Learning into Action

Once a review has been completed and learning has been identified, the team works with system partners including people with lived
experience to make changes to services. Locally this is called Learning into Action. Every review will generate areas of learning and most
follow similar themes. Actions are agreed at LIAG and assigned a responsible person. They are recorded on an action log which is
reviewed and updated every meeting. From last year’s annual report, a lot of work has been done to respond to what we found including
actions and work undertaken on behalf of the LIAG, and other works completed by the LeDeR team to further the aims of LeDeR within
Norfolk and Waveney.

12.1 Learning into Action Group Work
Below is a selection of some of the work which has come out of LIAG and the wider LeDeR programme in 2024/2025:

Working with community providers to better coordinate the diagnosis and management of dementia for people with a learning
disability.

Sharing information on Palliative Care Services and the support they can offer to community care services and engaging them with
networking information to improve access for the people they care for.

Sharing and promoting a drop in networking event for professionals where partners participate in a weekly multi-agency meeting
where referrals are discussed, and professionals can share relevant information on a case and provide suggestions, advice, and
support on different options. This good practice helps people benefit from collaborative consideration of their case management.
Pathways have been established with community trusts to ensure everyone with a learning disability, on Clozapine, has a care
programme approach (CPA) coordinator and regular reviews including use of the clozapine physical health monitoring form.

Case summaries have been a useful way of sharing specific learning directly with services. This has been both for suggested areas
of improvement while also highlighting particularly good practice that was very impactful. The team has a variety of routes to
communicate learning with health and care services.

We have shared with primary care the importance of recording emergency contacts to support welfare checks for autistic people
with mental iliness while also promoting Zero Suicide Alliance Training on Suicide in Autistic People.

Exploring with autism diagnostic services how health and care passports are broached as part of post diagnostic support.

Working with the ICB Quality Team to explore the knowledge and training for pain management services into how pain can be
experienced and communicated differently in autistic people and if there is room for improvement.
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e Our team has supported the creation of the ICB ReSPECT Policy as part of the working group, by feeding back LeDeR learning to
influence the curriculum and where training is targeted.

e We have supported the ICB End-of-Life Programme Board with making easy read leaflets for “DNACPR”, “Advance Care Planning”
and “What to Expect in your last weeks” for use in their yellow folders project, while working with Opening Doors to review and
feedback.

e Our team worked with the Oliver McGowan Training Project Manager and the newly commissioned provider to incorporate local
LeDeR learning into the curriculum.

e Exploring with wellbeing services their processes for safety netting and crisis and escalation planning as part of discharge,
consideration of wider risk factors for autistic people in mental health triage and assessments which may indicate a risk of suicide
or death by misadventure, sharing Zero Suicide Alliance Training on Suicide in Autistic People for wider distribution and staff
update, improving discharge planning.

e We have shared LeDeR learning to help with service development of a new pilot programme to provide specialist intensive support
to young autistic adults.

e Highlighting to mental health services the need for prescribing guidance and consideration of STOMP principles when prescribing
antipsychotic medication to manage dysregulation and irritability in autistic people with no diagnosis of serious mental illness or
psychosis.

e We have used LeDeR learning to inform the recommissioning of services, by ensuring new providers can meet accessibility
standards.

e Following up with certain services where specific and repeated issues have been seen to explore an improvement in learning
disability awareness and provision of reasonable adjustments.

e Coproduced a 7 Minute Briefing on “Talking Therapies for people with a Learning Disability”, in collaboration with Community
Learning Disability Teams, including psychology and the Norfolk and Waveney Talking Therapies. In response to some learning
from LeDeR this was put together to provide an update for both health and social care professionals on how and when to utilise
Talking Therapies for people with a learning disability.

e Confirmed with autism services how they record and manage their waiting lists to ensure there isn’t still the opportunity for people
to fall off the list, especially when waiting times are long.
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Completed a project on Emollient and Fire Risk, to include planned webinars in 2025/2026. Multiple colleagues from different
specialties in the Norfolk and Waveney System have been working hard put together multiple measures to improve care in this
area.

Updating RESTOREZ2mini training to better provide education on identifying and communicating the soft signs of deterioration in the
care sector.

Teaching has been a big part of our continued work plan, spreading awareness and learning from LeDeR reviews, and changing
practice by improving education. We have delivered training and education sessions to over 20 teams across health, social care
and education over the last year.

12.2 The Health Improvement Team for Learning Disabilities
The Health Improvement Team for Learning Disabilities is an integral part of delivering the change that LeDeR promotes, to reduce health
inequalities and improve the quality of care experienced by people with a learning disability. This is done by increasing the uptake and
awareness of ill health prevention measures including, but not limited to, cancer screening, vaccinations and the learning disability annual
health check. The teams hard work and dedication has been recognised over the year with our Health Improvement Nurse winning the
NHS England East of England Learning Disability Nurse of the Year at the East of England Learning Disability Nursing Celebration. While
our Health Improvement Facilitator was also nominated for NHS England East of England Learning Disability Support Worker of the Year
at the same event. The team was also nominated for the Norfolk and Waveney ICB Staff Recognition Awards for ‘going above and
beyond’. A full end of year report can be found in Appendix A, which details to extent of the teams work in this area. Below are some key
achievements over the past year:

Supported primary care in delivery of 76.8% of annual health checks to patients in Norfolk & Waveney on learning disability
registers.

Delivered training sessions to over 150 primary care staff in GP practices on how best to conduct a gold standard learning disability
annual health check.

Providing community outreach for 93 patients to support them to attend their annual health check, achieving this in 43 of cases.
Attended 20 events, 29 care providers and 9 schools across Norfolk and Waveney to hold stands and/or raise awareness of the
learning disability AHC, screening programmes and other health promotion and iliness prevention information.

Collaborated with the ICB cancer team in developing a charter and developing a pathway for cancer care and screening for people
with learning disabilities, with data showing there has been an increase in the number of people being given advice about cancer
screening.

Adapting and launching a Pre Health-Check Questionnaire.
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Some of the workstreams mentioned above will continue into next year and develop in response to any changes. However, from the

NHS

Norfolk and Waveney
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Looking forward to 2025/2026

reviews undertaken in 2024/2025, we know there are areas of focus for 2025/2026:

Ref. | Focus Area Description
1 Continue to improve the performance of the LeDeR team in completing reviews, moving us closer to the 6-month target
’ of notification to sign off.
5 Work to reduce the incidence of hypertension and ensure people with high blood pressure are identified early and
’ treated effectively to reduce the impact of cardiovascular disease.
Work to guide the support being offered for autistic adults, especially those with complex health and social
3. circumstances which further impact their health and wellbeing. For example, mental health conditions, substance abuse,
homelessness and contact with the criminal justice system.
4. Work to refresh and realign good practice in the completion of MCCD to avoid postmortem diagnostic overshadowing.
5 Improve the identification, planning and management of end-of-life care between secondary and primary care and home
| care provision.
6. Continuing work to improve people’s access to an active lifestyle and support to maintain a healthy weight.
Education and support for carers in identifying soft signs of deterioration and improving the knowledge and
7. understanding of pneumonia risks (good oral care, swallow assessment, compliance with eating and drinking plans,
access to vaccination) to continue the reduction of pneumonia as a leading cause of death.
8 Improve the use of Health Action Plans as part of the Learning Disability Annual Health Check, including recording of
’ goals, reviewing progress and sharing planning with keyworkers in the persons support group.
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13. Feedback and Further Information

13.1 Previous and Accessible Annual LeDeR Reports
Our previous annual reports including our Easy Read and video version are available on our website. Our Health Improvement Team for
Learning Disabilities: End of Year Report 2024-2025, referenced as Appendix A, can also be found here. The latest National LeDeR
Annual Report (2023) is available online.

13.2 Knowledge NoW
People, carers, colleagues and providers can access resources for evidence-based health and wellbeing from our Knowledge NoW
website.

13.3 Working in Partnership
If you have a learning disability and/or autism, we want you to tell us what your own lived experience is like. We want you to tell us
whether what we are doing is making any difference to your life. We want you to tell us if we are not doing enough to make change
happen. We will find better ways of asking you, and better ways of listening to what you say. We will use the learning from the LeDeR
programme and from your experiences to keep improving and make changes. You can keep updated on what NWICB is doing and/or
contact us via these links:

Website Email Facebook X Instagram YouTube TikTok

14. Conclusion
The team has continued to work incredibly hard, completing more reviews again than previous years and continuing to meet its target of
percentage of reviews being converted to focused. The team continues to receive a growing number of notifications, and this increasing
workload means we are not completing reviews as quickly as we would like to, but the team has introduced some changes in process to
help in this area. As ever our work is made possible by the contribution and challenge from health and social care providers, experts by
experience and people with lived experience from across the system.

We aim to improve our data collection and collation every year, but still caution against wider generalisations or trends due to its
limitations. Although subjective it is positive to see reasonable adjustments being seen so frequently in reviews, which perhaps mirrors the
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steady increase in scoring around Quality of Care. Yet, there remain areas for improvement in the Availability and Effectiveness of
Services which will continue to be addressed where learning and action is identified.

We’'re pleased to again see the median age of death increase and more people living longer with a continued higher percentage of our
reviews being for people over the age of 65. It is also good to see a decrease in combined pneumonias as the leading cause of death. We
have more people dying in their usual residence rather than hospital, and ReSPECT forms are getting better. Yet, we still see
opportunities for improved planning and management of end-of-life care.

We have seen a continued increase in the uptake in vaccinations and the work and engagement around health promotion and
preventative health interventions has supported an increased uptake in screening programmes. While our area has also exceeded the
national target of annual health checks for the first time, including more young people between 14 and 17 accessing their annual health
checks. Quality remains an important part of this and there will remain continued work in building the value of a person’s annual health
check and their health action plan, as well as trying to reduce the inequality of performance across localities.

We have had the benefit of completing more autism only reviews over the last year which has led to multiple areas of action and change
to improve services. There is scope for improvement here in STOMP principles, as well in the support for people with a learning disability.
Yet, despite seeing an increase in prescribed psychotropics, there have been less psychotropics prescribed for “behavioural
management” and less people being prescribed for over 5 years.

As we did last year, we would like to conclude this annual report by again remembering each death which has been reported. Every
review represents a person with hopes, feelings and loved ones. Our leading motivation is always first and foremost, using peoples

experience of care and services, to improve how we work and how we deliver care, for all people with learning disabilities and/or autistic
people across our system.
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