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Introduction

There are 13 Integrated Community Teams (ICTs) across Brighton and Hove, East and West Sussex, with Brighton and Hove
containing 3 neighbourhoods.

The ICT Programme have implemented an ICT Data Group, enabling ICB, Public Health, Local Authority, VCSE and wider
stakeholders to meet and collaborate regularly in the development and design of Sussex ICT data core profiles.

The Sussex ICT model, will be driven by data and reflective of population needs. To do this effectively ICTs need to access a
variety of data sets that enable them to understand each of the ICTs’ local demographics, health needs, social determinants and
wider determinants of health.

This Palliative and End of Life Care data and needs data pack is designed to complement and be used alongside other system
data and information.

The ICT Profiles were intended to set the scene for the ICTs. Whilst they alone will not provide the final answer, they are
designed to help stimulate the questions which will. After initial release in December 2023, the packs will develop further in
response to feedback to help support the ICTs in their development.

The ICT Profile Arun is available from ICT Profiles and the Sussex Palliative and End of Life Care Needs Assessment will
be published in the summer of 2026



https://jsna.westsussex.gov.uk/updates/west-sussex-ict-profiles/
https://jsna.westsussex.gov.uk/updates/west-sussex-ict-profiles/
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Our model for health, care and wellbeing:

Overarching ambition (1/2)

Provides multidisciplinary service for the small group of patients with
high needs and high cost. Such as developing care plans to support frail
elderly and those at risk of unplanned admission. Work with voluntary sector
and social care to reach out to vulnerable people who find it difficult to access

traditional services.

Provides a broader range of services in the community that
Ongoing integrate primary, community, social and acute care services, covering
both physical and mental health. Uses risk stratification, supported by

care needs trigger tools and case finding to identify patients who would benefit.

Urgent care needs

. Provides support for the population to stay
Whole pOPUIatlon well, change unhealthy behaviours and
manage own health

NHS England » Neighbourhood health guidelines 2025/26; NHS England » Guidance on neighbourhood multidisciplinary teams for children and young people and 10 Year
Health Plan for England: fit for the future - GOV.UK


https://www.england.nhs.uk/long-read/neighbourhood-health-guidelines-2025-26/
https://www.england.nhs.uk/long-read/guidance-on-neighbourhood-multidisciplinary-teams-for-children-and-young-people/
https://www.gov.uk/government/publications/10-year-health-plan-for-england-fit-for-the-future
https://www.gov.uk/government/publications/10-year-health-plan-for-england-fit-for-the-future
https://www.gov.uk/government/publications/10-year-health-plan-for-england-fit-for-the-future
https://www.gov.uk/government/publications/10-year-health-plan-for-england-fit-for-the-future

Sussex data and national evidence

. The recorded prevalence of registered patients on the palliative and supportive care register is 0.54% (2024/25). There is variation between ICTs, ranging from 0.19% —
0.91%. (QoF).

. 53% of people on the palliative care register have a ReSPECT Plan recorded. It ranges from 35% to 66% for ICTs and is lower in non-white groups (39%) compared to White
groups (53%) (SID).

. 13% of people on the palliative care register have an Advance Care Plan recorded. There is variation between ICTs from 3%- 26%. (SID).

. 31% of people on the palliative care register have a preferred place of death recorded. There is variation between ICT from 13% - 44%. (SID)

. 37% of adults (18+ years) died in hospital, 29% in a care home, 36% at home, 6% in a hospice and 2% in other places. (2022-2024, ONS). National evidence suggests most
people want to die at home, in comfort, if possible (Marie Curie)

. Cancer is a leading cause of death (14,963 / 26%), followed by CVD (13,999 / 25%), dementia and Alzheimer's disease (7250/ 13%) and respiratory 6,259 (11%) (2022-
2024, 18+ years, ONS)

. The population of Sussex is ageing, meaning the numbers of people that have dementia and/or may require palliative and end of life care will increase. (Projecting Older
People Population Information System)

. Carers may be involved in providing palliative and end of life care. Unpaid carers range from 7.5% - 10.0% of the population at ICT level (Census 2021)

. National evidence shows people with conditions other than cancer and people from economically and socially deprived areas, ethnic minority communities and LGBT people
can experience barriers to accessing end of life care service (NICE, 2019). Other evidence highlights those with Learning Difficulties can also experience inequalities at the
end of their life (NHS E 2022)

. Non-white ethnic groups are more likely to attend hospital accident and emergency departments in the last 90 days of life compared to their White peers (2024/25, NHS ICB
Palliative End of Life Care Dashboard)

Dementia is often not recognised as a terminal diagnosis, which can lead to poor access to care. (Marie Curie)


https://www.sussex.ics.nhs.uk/your-care/emergency-care-plan/
https://www.sussex.ics.nhs.uk/your-care/emergency-care-plan/
https://www.sussex.ics.nhs.uk/our-work/our-priorities/digital/sussex-integrated-dataset/
https://www.england.nhs.uk/wp-content/uploads/2022/03/universal-principles-for-advance-care-planning.pdf
https://www.sussex.ics.nhs.uk/our-work/our-priorities/digital/sussex-integrated-dataset/
https://www.sussex.ics.nhs.uk/our-work/our-priorities/digital/sussex-integrated-dataset/
https://www.ons.gov.uk/peoplepopulationandcommunity/birthsdeathsandmarriages/lifeexpectancies/articles/mortalityinenglandandwales/pastandprojectedtrendsinaveragelifespan
https://www.poppi.org.uk/index.php
https://www.poppi.org.uk/index.php
https://www.nice.org.uk/guidance/ng142/evidence/c-barriers-to-accessing-end-of-life-care-services-pdf-6955526992
https://www.england.nhs.uk/wp-content/uploads/2022/02/ambitions-for-palliative-and-end-of-life-care-2nd-edition.pdf
https://future.nhs.uk/connect.ti/EOLC_Practitioners/view?objectID=46048944
https://future.nhs.uk/connect.ti/EOLC_Practitioners/view?objectID=46048944
https://www.mariecurie.org.uk/media/press-releases/new-report-reveals-the-barriers-preventing-people-with-dementia-from-accessing-quality-end-of-life-care/103232

Arun ICT’s - Key data on Palliative and End of Life Care
Data from QoF (2024/25) and/or extracted from SID.

Arun

*  0.91% of registered patients are on the palliative care register (0.54% for
Sussex)

*  58% of people on the palliative care register have a ReSPECT Plan recorded
(53% for Sussex)

* 5% percentage of people on the palliative care register have an Advance Care
Plan recorded (13% for Sussex). This is within the three lowest percentages
between Sussex ICTs.

»  64% percentage of people on the palliative care register are residing at home
(67% for Sussex)

*  45% of people on a palliative care register have a record of their preferred place
of death (31% for Sussex)

+ 8.8% of people are unpaid carers
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SID — QOF: The SNOMED codes & QoF business rules have used to analyse the SID data relating to Palliative Care
Registers. There are limitations to the SID data we’ve published, and this is not identifcal to the QoF data. At the time
of analysis, a small number of practices weren’t participating in the SID in 2025.


https://qof.digital.nhs.uk/
https://qof.digital.nhs.uk/
https://qof.digital.nhs.uk/
https://www.sussex.ics.nhs.uk/our-work/our-priorities/digital/sussex-integrated-dataset/

Directly standardised rate - per 100,000

Understanding what people die from is vital for shaping effective end-of-life care. It helps identify common conditions, anticipate patient
needs, and allocate resources appropriately. This knowledge ensures care is person-centred, reduces unnecessary interventions, supports

families, and guides planning to improve dignity, comfort, and quality in the final stages of life.
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Arun ICT trends in mortality rates of major causes, all ages. 2001 — 2024.

=e—Cancer

=eo—Cardiovascular
disease

—e—Dementia and
Alzheimer's

disease
Liver disease

—e—Respiratory
disease

Mortality Profile - Data | Fingertips | Department of Health and Social Care

Arun ICT Mortality Data Headlines
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https://fingertips.phe.org.uk/profile/mortality-profile/data#page/1/gid/1938133009/pat/6/par/E12000008/ati/501/are/E07000224/iid/93963/age/1/sex/4/cat/-1/ctp/-1/yrr/1/cid/4/tbm/1
https://fingertips.phe.org.uk/profile/mortality-profile/data#page/1/gid/1938133009/pat/6/par/E12000008/ati/501/are/E07000224/iid/93963/age/1/sex/4/cat/-1/ctp/-1/yrr/1/cid/4/tbm/1
https://fingertips.phe.org.uk/profile/mortality-profile/data#page/1/gid/1938133009/pat/6/par/E12000008/ati/501/are/E07000224/iid/93963/age/1/sex/4/cat/-1/ctp/-1/yrr/1/cid/4/tbm/1

Arun ICT's Age and Sex distribution of people on the
Palliative Care SID-QOF register, 2024/25

75+ 28% 49%
65 to 74 7% 7%
18 to 64 4% 5%
50% 30% 10% 10% 30% 50%
= Males Females
Arun ICT’s underlying cause of death and age group.
(2022- 2024, ONS)
1400 1256
. 1000
é 800
S 600
7
< 400 30
200 36 116
0 - .. .
O <
& S 2
Z S
o"’é\ N

m18-74 m75+

1271

Arun ICT’s place of death.
(2022- 2024, ONS)
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grouped into the major conditions such as Cancer,
CVD, Dementia, Respiratory, etc



Opportunity areas

1. Increase Advance Care Planning (ACP) discussions, ReSPECT processes and the recording of these in Arun
Why: Only 58% of people on the Palliative Care Register have a ReSPECT Plan recorded, whilst 45% of the same people have stated their preferred place of death, and

just 5% have an Advance Care Plan recorded.
Improving ACP ensures care aligns with patient wishes, reduces unwanted hospital admissions, and supports a “good death” at home or in the preferred setting where

possible.

2. Strengthen data integration and use

Why: The ICT model is designed to be data-driven and reflective of local population needs. Enhanced data sharing and integration across NHS, Public Health, Local
Authority, and VCSE partners will enable more accurate identification of needs, better service planning, and targeted interventions for Arun and other Sussex ICTs in the
future.

3. Expand community-based and home care services
Why: National evidence and local data show most people want to die at home, yet 38% die in hospital and 30% in care homes. Expanding community and home-based
palliative and end of life care will help more people achieve their preferred place of death and may reduce pressure on hospitals.

4. Identify, involve and support families and carers

Why: Families and carers play a vital role but often experience negative health, financial and social outcomes. Identifying, involving and providing practical, emotional
and bereavement support helps carers cope, reduces stress and improves the overall quality of end-of-life care. Further information to support carers is available at
Support for carers.

5. Use the end of life care for adults Guidance and tailor services to local demographics and PEoLC needs
Why: Services must be tailored to reflect these demographics, morbidities and conditions that lead and contribute to death, address inequalities for ethnic minorities,
LGBTQ+ people and people with limited health literacy to ensure equitable access to high-quality palliative and end of life care for all groups.

More information, support and details about services relating to End-of-Life Care
in Sussex is available at End of life care



https://www.sussex.ics.nhs.uk/your-care/emergency-care-plan/
https://www.sussex.ics.nhs.uk/your-care/emergency-care-plan/
https://www.england.nhs.uk/publication/universal-principles-for-advance-care-planning/
https://www.sussex.ics.nhs.uk/professional-guidance/carers/support-for-carers/
https://www.nice.org.uk/guidance/ng142
https://www.sussex.ics.nhs.uk/your-care/end-of-life-care/

Improving Palliative and End of Life Care in Arun will enable the
following

A good death

A good death (or good end of life experience) is defined as having the right care, support and systems in place, so people feel protected and safe, and their carers and loved
ones understand what support is available. National evidence suggests most people want to die at home.

Role of professionals

The ability of all health and care professionals to recognise when someone is entering the last year of life and the ability to be able to discuss end of life openly, honestly and
sensitively are essential gateways to appropriate end of life care.

Improved symptom management
Palliative and end of life care ensures effective management of pain and other distressing symptoms, helping people live as well as possible in line with their wishes.

Emotional and spiritual support is important

Care extends beyond physical needs, providing emotional and spiritual support to patients and those close to them, which is crucial for feeling safe and supported during a
difficult time.

Personalised, holistic care

Services are tailored to what matters most to each individual, enabling people to spend quality time with loved ones and, where possible, die in their preferred place and
manner.

Coordinated and accessible services, and Advance Care Planning
Joined-up health and social care systems reduce stress for patients and families, making it easier to access the right support and focus on important things at the end of life.
Understanding when people and their families no longer wish for healthcare interventions is also improvement, Advance Care Planning and ReSPECT planning enable this.

Support for families and carers
Palliative and end of life care provides practical, emotional, and bereavement support for families and carers, helping them cope with the challenges and grief associated
with the death of a loved one.



https://www.mariecurie.org.uk/blog/what-is-a-good-death
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