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• Who are we?

• What is our role?

Background
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• Dementia is an umbrella term used to describe a group of symptoms such as loss of 
cognition, behavioural changes and social functioning caused by progressive 
neurological disorders. There are over 200 subtypes of dementia but the most common 
are Alzheimer’s, vascular, Lewy body, mixed and frontotemporal dementia

• It is estimated that there are in excess of 900,000 older people living with dementia in 
the UK this is expected to rise by 80 % to 1.6 million by to 2040.

• It is not only older people who are affected there are in excess of 42,000 younger 
people aged under 65 years old living with dementia in the UK

• Dementia is a life-limiting, progressive condition for which there is no known cure

• In 2017, approximately 18% of the UK population were aged 65 years or over, this figure 
is projected to grow to almost 21% by 2027

• The risk of developing dementia increases significantly with age, therefore, as the 
population ages the number of people living with dementia is set to rise

Background - dementia
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• Currently it is estimated that two thirds of people living with dementia live in the 
community with the other third living in care homes

• It is estimated that 70% of residents in United Kingdom (UK) nursing and residential 
care homes either have dementia on transition to 24-hour care or, develop it whilst 
residing in a care home

• This equates to approximately 311,730 people with dementia residing in UK care 
homes, with an estimated 180,500 of those living in residential care homes, and a 
further 131,230 people living in nursing homes

• In 2019 almost two thirds of deaths due to dementia and Alzheimer’s disease in 
England and Wales occurred in care homes

• In 2020 the average life expectancy of people living in UK care homes was twenty-four 
months in residential care homes, and twelve months in nursing care homes

• Around 90% of people living with dementia have at least one comorbid condition

Facts and figures 
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• Dementia currently costs the UK health and social care system around £36.7 billion per 
annum, £15.7 billion in social care costs and £13.9 billion in unpaid care costs

• This figure is expected to rise to £94.1 billion by 2040, including £45.4 billion in social 
care costs and £35.7 billion in unpaid care costs

• However, it is predicted that there is going to be less availability of family carers to meet 
demand placing further pressure on the health and social care system

• People with dementia are at 1.42 times higher risk of being admitted to hospital 
compared to those without dementia, with those at highest risk being those people with 
dementia who were older and living with physical comorbidities

• People with dementia who are admitted to hospital have a known higher risk of: 
developing delirium; functional decline; fall related injuries; hospital acquired infections; 
mortality; longer length of stay and reduced quality of life compared to those without 
dementia or cognitive impairment; and an increased likelihood of discharge to 
residential care compared to those without dementia or cognitive impairment

• ACTIVITY

Costs 
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• Symptoms could be caused by a differential diagnosis which might be treatable such as a 
medical problem or depression for example

• Enables people to get access to relevant information, resources and support

• Improved ability to understand and manage symptoms

• May be eligible for benefits and be protected from discrimination if still working

• Potentially benefit medication and nonpharmacological interventions to manage symptoms

• Ability to plan for their future

What are the benefits of a timely assessment and/ or 
diagnosis of dementia?
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NHS Long Term Plan

• Significant changes are being implemented through the NHS England Long Term Plan 
with a focus on moving services closer to home and improving “out of hospital” care.

• The integration of health and social care systems and budgets is seen as a key 
component of this shift, which it is suggested will not only be more efficient, but will 
enable care interventions that deliver improved person-centred, coordinated, population-
based care via Primary Care Networks which is closer to home

National policy
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• The slide shows the diagnosis rate for people aged 65 and over, with a diagnosis of dementia recorded in primary care, expressed as 
a percentage of the estimated prevalence based on GP registered population.

• England estimated dementia diagnosis rate 62% in March 2022 (61.7% Feb 2022)

• Closing/ reduction of services

• Public not coming forward – fear of disease, not wanting to be a bother

• Staff – reallocation, sickness and self-isolation

Dementia diagnosis rate - where are we?
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The Dementia Diagnosis Rate in the east of England
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• https://www.youtube.com/watch?v=o0jpWKjYwHg

REFLECTIONS?

What is person-centred care in dementia?

https://www.youtube.com/watch?v=o0jpWKjYwHg
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• Valuing – People living with dementia and those who care for them, 
promoting their citizenship rights and entitlement regardless of age or 
cognitive impairment

• Individuals – Treating people as individuals; appreciating that all people 
living with dementia have a unique history, identity and personality

• Perspective – Always looking at the world from the perspective of the 
person living with dementia and validating their beliefs at any point in 
time

• Social – Recognising that all human life, including that of people living 
with dementia, is grounded in relationships and that people living with 
dementia need an enriched social environment

VIPS model
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• What does the person like to be called?

• What are their interests?

• What did they do for a job?

• Have they travelled – what are their favourite places

• What worries or upsets them?

• What makes them feel better if they're anxious?

• Alzheimer's Society 'This is Me' leaflet. Can travel 
with the individual if they move accommodation or 
are admitted to hospital

• Resources such as this should be completed by 
those who know the person best and, ideally, by the 
person themselves. It is important this takes place as 
early on as possible

Knowing the person
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• Knowing the person – what is normal behaviour for them?

• What would meaningful activity look like for them? (relate to occupation/ interests with 
adaptations)

• Reduce distress

• Support the carer

Benefits of knowing the person



14 |14 |

https://www.youtube.com/watch?v=CCRDzRd8kgQ

REFLECTIONS?

Knowing the person

https://www.youtube.com/watch?v=CCRDzRd8kgQ
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It is important to consider a number of options when supporting a person living 
with dementia

The Alzheimer Society has created a useful guide which looks at the environment 
Dementia-friendly environment checklist | Alzheimer's Society (alzhemers.org.uk)
with particular focus on:

• Quiet space

• Signage

• Lighting

• Flooring

• Changing rooms and toilets

• Seating

• Navigation

It is also important to recognise the importance of colours and lighting. Most 
people with dementia, and older people in general, benefit from better lighting in 
their home – it can help to avoid confusion and reduce the risk of falls.

Contrasting colours also support people living with dementia, avoid bold patterns 
and stripes as they can be confusing and disorientating.

As well as adapting the environment a number of electronic aids can be used to 
support low mood and anxiety, including doll, pet and other therapeutic 
interventions, Dementia UK offer advice before using these methods Use of dolls 
(dementiauk.org)

Adapting the environment

https://www.alzheimers.org.uk/get-involved/dementia-friendly-communities/organisations/dementia-friendly-environment-checklist
https://www.nhs.uk/conditions/falls/prevention/
https://www.dementiauk.org/get-support/living-with-dementia/doll-therapy/#help
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It is so important that people diagnosed with dementia as well as their carers continue to be involved in activities.  The 
Alzheimer's society have produced Tips for keeping active and involved when you have dementia | Alzheimer's Society 
(alzheimers.org.uk) It is also important to understand your local offer of support for post diagnostic support. 

When you have dementia, it’s important to try to keep doing things that you enjoy. You’re still the same person, and you 
can still be active and feel involved – you just might have to do things a bit differently.

Staying active can also help you:

• feel more positive, and less anxious or depressed

• raise your self-esteem and increase your confidence in your abilities

• maintain your physical, mental and social skills

• express your feelings and connect with others

• share your experiences with other people who are affected by dementia.

As well as purposeful activity it is important that people with early diagnosis of dementia and their carers can access additional 

therapeutic support to help with anxiety and depression through Improving Access to Psychological Therapies (IAPT) 

programme. Support can be accessed by googling IAPT services in your area or via your GP, you can either self refer or be 

referred. Please see Bernie's story: Improving Access to Psychological Therapies – YouTube

Purposeful activity

https://www.alzheimers.org.uk/get-support/staying-independent/keeping-active-dementia-practical-tips#content-start
https://www.alzheimers.org.uk/about-dementia/symptoms-and-diagnosis/depression-dementia
https://www.youtube.com/watch?v=GBQTyAQdNpQ&t=97s


17 |17 |

Understanding distress behaviour

• Distressed behaviour in people living with dementia can include a range of non-cognitive symptoms, 

such as apathy, anxiety, depression, agitation, aggression, delusions and hallucinations

• Distress in people with dementia is often an active attempt by the person with dementia to meet 
or express a physical or psychological need

• Environment

• Pain

• Boredom

• Anxiety

• Nails

• Hungry/thirsty
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Use of antipsychotics in response to distress 
behaviour in people with dementia

•Antipsychotics are sometimes prescribed to manage 

distressed behaviour, however, clinical evidence shows 

limited benefits and this practice can threaten patient safety.

•increased risk of stroke – estimated 1620 cerebrovascular 

accidents each year

•movement disorders such as tremors

•Dehydration

•falls, chest infections

•accelerated cognitive decline

•An estimated 1800 excess deaths each year

•Based on this evidence, National Institute for Clinical Excellence 

(NICE) guidance has made clear that antipsychotics should be 

only used in the first instance as a last resort in severe cases 

or where there is the risk of harm to the patient or others

•INFOGRAPHICS

https://www.nice.org.uk/guidance/cg42
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Delirium (sometimes 
called ‘acute confusional
state’) is a common 
clinical syndrome 
characterised by 
disturbed consciousness, 
distractibility, perceptual 
abnormalities and 
impaired cognitive 
function, which has an 
acute onset and 
fluctuating course. 

It usually develops over 
1–2 days.

Delirium

Click to add text
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BREAK
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Dementia & Personalised Care 

through FrEDA
(Frailty, End of Life and Dementia Assessment)

Nancy Smith 

Integrated Practice Support Officer & Carers Intensive Support 
Lead

Dementia & Older Adults Mental Health Service 

South East Essex

nancy.smith9@nhs.net

mailto:nancy.smith9@nhs.net
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FrEDA is a “whole person” Personalised Care & Support Planning, 
MDT Care Coordination and educational tool on SystmOne

Enables early identification and 
diagnosis of dementia, 
identification and staging of 
Frailty and early identification 
any adult in the last twelve 
months of life, so we can offer 
appropriate treatment and timely 
support including personalised 
advance care planning.

Enables more effective 
discharge planning / 
Supports D2A pathways 
and improved support for 
more appropriate 
placements in care homes 
as we will know the 
patient through FrEDA 

Prevents the person telling their 
story over and over again to 

multiple teams as all information 
in one place

Helps us all “Listen to” 
the person, enabling 
Shared Decision Making 
focussing on their 
personalised goals and 
the Outcomes that 
matter most to THEM

Enables integrated (multi agency, 
multi disciplinary) care planning 
as it is based on the evidenced 
domains of  Comprehensive 
Geriatric Assessment (CGA) and 
includes Rockwood Clinical Frailty 
Scoring, Cognition and Memory 
Assessment. Plus early End of life 
identification and ACP delivery
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FrEDA wraparound support & benefits

Shared Decision Making, Comprehensive Geriatric Assessment (CGA), Rockwood Frailty Scoring, 
Cognition and Memory Assessment, Advance Care Planning
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FrEDA = Happier patients, carers and staff 

Support Early identification of Frailty, those in 
last year of life & Dementia Diagnosis in Primary 
Care. Dementia Nurse Specialist & the GP can 
diagnose those people who do not need to go 
through a complex memory pathway

Frees up time in all our teams and services for 
more complex cases and creates time for timely 
reviews. Reduces time taken to assess at each 
contact and joins up our inputs working together 
as one collaborative team across multiple 
providers 

Ensures timely and the right type of support, to 
more effectively reduce repeated, reactive “fire 
fighting” demand and make every contact count

Improves the outcomes and care experience for 
the people who are the centre of our work

Identify, discuss and make referrals for 

common mental health issues such as anxiety & 
depression, Identify rising risk and address carer 
burden, Identify isolation and loneliness

Recognising personal strengths & resilience means 
we can better utilise community assets and a 
strength based approach 

Identify opportunities for conversation with patients 
and carers to engage with health checks, flu jabs and 
activities in their area to support mental and physical 
health

We can improve our skill set and learn from each 
other to build Dementia, Frailty, and EOLC expertise 
amongst ALL of us

FrEDA information from all teams feeds in to a PHM 
dashboard which partners can access creating 
opportunities to identify future need and plan more 
successful

What matters most?
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FrEDA & Personalisation

Why is Personalised Care & Support Planning (PCSP) and 

Shared Decision Making (SDM) so important ? 

• Evidence clearly shows it helps people live longer and better and improves 
their satisfaction with care

• Covid Impact: It’s just your age - Age UK report April 2022 

– 28% older people are providing care and the majority are struggling

• 83% worry about whether they can continue caring

• 49% are tired

• 40% are anxious

• 28% feel overwhelmed

• 16% are lonely



26 |

FRAIL+ and FrEDA
Find Refer Assess Intervene Listen (+ education)

FrEDA gives us 

• Population Health Management data at Locality / PCN level 
(eFrACCs)

• Better data enables us to really capture who our complex 
population are and to establish if things are getting better

• More meaningful performance data enables us to better 
understand if we are working proactively and if we aren’t… We 
can identify what we need to change in order to improve

• Enabler of a Frailty competent workforce, providing holistic 
care and support
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FRAIL+ and FrEDA
Next steps

• Continued rollout and education of FrEDA with PCNs & Community Teams across 
MSE (EPUT, Provide, NELFT)  

• Enhancing dementia diagnosis in Primary Care with GP’s using FrEDA, improving 
Frailty scoring and Early identification of those in last year of life

• System partners accessing FrEDA on S1 including training & education 

Social Care, MSE FT, (Southend, Basildon, Broomfield) Care Homes, Ambulance Service, 
111, OPMH, Domiciliary Care, 3rd Sector 

• Empowering Residents, Patients & Carers 

yellow bracelet scheme pilot https://www.yellowbracelet.co.uk/EN/index.aspx

unifying carers registration in GP practices across MSE

intensive carers support in South East Essex

• FrEDA Guide & Frailty training coming soon to the e-learning platform

https://www.yellowbracelet.co.uk/EN/index.aspx
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FrEDA
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Carers Health Check in FrEDA
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Rockwood Frailty Scoring 
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Rockwood Frailty Scoring 

Dementia & Frailty example: 
Very active 70 year old gentleman, no 
issues with mobility and appears to be 
managing daily functions. However, he 
struggles to understand his environment, 
has difficulties problem solving and 
operating household appliances including 
the remote control, he also has 
sequencing problems. At face value he 
appears to be functioning, but after 
assessment his frailty score is 5
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Questions  
Frailty is a Long Term Condition? 

https://www.menti.com/dtmnapzpbn The voting code 2210 1900

What do you think personalised care means? 

https://www.menti.com/4oorv6rdz2 The voting code 9184 8057

https://www.menti.com/4oorv6rdz2 The voting code 9184 8057

The CGA 5 Domains are all reflected in FrEDA (Physical / Mental / Social / Functional / Environmental) 

• Can you make comparisons to your ASC assessments? 

• How would this information be helpful in your role?

https://www.menti.com/kzd4kv7eb4 The voting code 9411 7326

• Who are the most important people in your life? 

• What makes a good day for you?

https://www.menti.com/dtmnapzpbn
https://www.menti.com/4oorv6rdz2
https://www.menti.com/4oorv6rdz2
https://www.menti.com/kzd4kv7eb4
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Questions  

https://www.menti.com/jf8ra279zz The voting code 5317 8072

• What can make you stressed or unhappy?

• What do you do daily / weekly that you would miss if you couldn’t do it?

https://www.menti.com/szpt7cw6sa The voting code 4296 2901

• What could you never leave home without in your bag / pocket

• What do you family friends say they admire / love about you?

https://www.menti.com/jf8ra279zz
https://www.menti.com/szpt7cw6sa
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Thank you


