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This dementia pack aims to raise awareness to staff, to
support, develop and promote behaviour change
AIMS & OBJECTIVES
The aim of this dementia pack is to be a supportive tool for our staff when working
with people with dementia, while supporting better management and care
The specific objectives of this dementia awareness pack are to:


Share and reflect on key findings from the dementia prevention needs assessment



Describe the local picture in terms of early identification, assessment, diagnosis and
treatment of dementia in primary care



Provide evidence around modifiable risk factors to dementia and interventions; and



Offer some advice and next steps taken to develop a dementia care and joint approach
locally



Explore skills, service gaps and opportunities to inform commissioning decisions

The awareness pack for professionals will also support our ongoing work to: (i)
complete mapping of our local services and dementia care pathways; and (ii) enhance
management and dementia care services integration in Southwark
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Taking actions to close the gaps in our knowledge and
improve dementia care locally
KEY MESSAGES (1): FOCUS ON PREVENTION AND QUALITY OF CARE
Improving dementia prevention
o Less than 10% of Southwark residents receiving an NHS Health Check are
given dementia risk reduction advice
o Whilst 1 in 5 UK adults believe that dementia is an inevitable part of ageing, 40%
of people report they would adopt a healthier lifestyle to reduce their risk of
developing the condition – a real opportunity for behaviour change interventions
Improving diagnostic rates and early detection
o It is likely that the number of people with dementia known to services
(including those with mild/moderate dementia) is an underestimate of the total
need in Southwark.
o Improving the GP dementia registers will help identify more people with
dementia which will enable them to access our services earlier
•
Ensuring that public information campaigns in relation to dementia are being
run locally to encourage people to come forward for help
Improving the quality of care
o Care plans – ensuring that everyone in the dementia register have a detailed
care plan and that is that reviewed as required (once/year). Advanced care
planning is also important at a later stage.
o Consider a joined up local approach in terms of improving the: (i) prevention,
(ii) self-management, and (iii) community connections
o Improving Dementia practice learning – Develop a dementia learning resource
that will promote excellence
o Improving and supporting decision making in a timely fashion
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Using key findings to inform future plans and actions to
address dementia prevention and care locally
KEY MESSAGES (2): FOCUS ON DEMENTIA CARE PATHWAY
One of the key priorities for us locally is the delivery of a Well Care Pathway for dementia.
Locally there are already a number of initiatives in place addressing dementia prevention
that complement the national strategy and can be divided into three areas across the Well
Pathway
The following next steps are recommended based upon the information gathered in this
needs assessment:
o Given the range of modifiable risk factors related to lifestyle behaviours, it is imperative to
continue delivering the message ‘what’s good for your heart is good for your head’ more
widely.
o Ensure information and advice regarding dementia risk reduction and signs and symptoms
of dementia is communicated to all recipients of an NHS Health Check.
o Strive for our local economy and businesses to become part of Southwark Dementia
Action Alliance and work to develop more dementia friendly communities in the borough.
o Local NHS Trusts should implement recommendations to reduce discharge delays and
prevent or minimise the need for acute care services.
o Emphasise the importance of the Dementia Care Plan from the moment of diagnosis as an
important outcome measure for both the commissioning and adult social care teams and
ensure people living with dementia and their carers are included in its development.
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Adopting a healthy lifestyle helps reduce the risk of
dementia – the need for a life course approach
MESSAGES (3): FOCUSING ON LIFESTYLE BEHAVIOURS
The growth in the number of older people have its implications for the rise in prevalence of cognitive
decline and dementia. The focus should be on the role of modifiable lifestyle behaviours and their
biological mechanisms from a life course approach.
o

o

o

o

The early life period is likely to be the
most critical for the development of
cognitive reserve (learning, and education);
The midlife period is particularly
sensitive to lifestyle behaviours,
environmental exposures, head trauma or
depression,
while the later stage of life period seems
to be more sensitive to the role of social
support and networks, physical activities
or hormone therapy.
Interventions targeting healthy lifestyle
including regular exercise, diet, nonsmoking, moderate drinking and social
participation may lead to robust effects
throughout later life and could offer an
increase in life expectancy and a lower
risk of dementia.

References:
1. Cadar D. A life course approach to dementia prevention. J Aging Geriatr Med 2017.

2.

Panagiota M, et al. Use it or lose it! Cognitive activity as a protective factor for cognitive decline associated with
Alzheimer’s disease. Swiss Med Wkly. 2017;147:w14407
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The core principles for supporting people with dementia
MESSAGES (4): FOCUS ON A SET OF PRINCIPLES FOR OUR STAFF
Raising awareness and knowing the (early) signs
Communicate sensitively to support meaningful interactions

Promote independence, meaningful activity, encouraging patient
choice
Recognise signs of distress and respond by diffusing anxiety,
and supporting our staff better understanding of events
Ensure the staff are well trained and well supported to meet
needs of people with dementia
Face the person in conversation
References:
1. Common core principles fro supporting people with dementia.
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/215562/dh_127587.p
df
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Indicative behaviours & skills
EXAMPLES
o
o
o
o
o
o
o
o
o
o
o
o
o

Listen carefully to grasp the meaning and tone of the persons conversation
Use simple language
Use non verbal communication such as gestures, pictures, images and symbols
Try to avoid negative statements
Repetitive questions from people with dementia can be challenging – try to respond as though
it’s the first time that you have heard the question
Make use of the persons past experiences and life story to support communication
Where behaviour challenges – take time to manage your own feelings
Identify and work with triggers
Always face the person in conversation and be reassuring in your expression, tone of voice and
words to reduce frustration
Speak clearly using short sentences – don’t give too much information or ask too many
questions
Multidisciplinary working
Support and enable individuals to use technology to support self care which is principle 5 of the
common care principles to support self care
Understand how to support people make decisions, assess mental capacity, and make best
interests decisions where necessary, in line with the Mental Capacity Act, or seek advice on how
to do this.

References:
1. https://www.skillsforcare.org.uk/Learning-development/ongoing-learning-anddevelopment/dementia/Dementia.aspx
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Dementia is a clinical syndrome characterised by
difficulties with one or more areas of mental function
PREVENTING WELL: DEFINITION
Dementia is defined as a significant loss
of cognitive abilities to the extent that it
interferes with social or occupational
functioning affecting each individual
differently.




Dementia is a progressive and largely
irreversible condition and can be caused by
several different disease processes.

50-70% of cases are due to
Alzheimer’s disease, which is a poorly
understood neurodegenerative disease
with genetic, medical and behavioural
risk factors.
A distinction has often been made
between: primary degenerative
dementia (e.g. Alzheimer's disease)
and secondary dementia (e.g. vascular
dementia). However, there is evidence
to suggest that the latter contributes to
the etiology of the former.

References
1. Alzheimer’s Society: Dementia UK Report (2014).
2. NICE Guidance Dementia, disability and frailty in later life (2015). https://www.nice.org.uk/guidance/ng16
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Cognitive impairment progresses over time with
different symptoms and behaviour changes
PREVENTING WELL: DEMENTIA TYPES AND SYMPTOMS
Over time, dementia lowers a person’s ability to think clearly. It can also cause changes in behaviour, mood, and
personality. People typically go through stages with different symptoms. The table below describes the most
common forms of dementia but there are many less common types not included here.

Types of Dementia
Type of dementia

History

Signs and symptoms

Pathology/Imaging

Alzheimer’s disease
(50-80% of all
dementia cases)

Gradual, progressive onset

•
•
•
•
•
•

Memory loss, especially for names and recent events
Language deficits
Rapid forgetting
Impaired visuospatial skills
Normal gait and neuro exam early
Later affective disturbances; behavioural symptoms
such as aggression

•
•
•

Generalized atrophy (esp. medial
temporal)
Beta amyloid plaques
Neurofibrillary tangles

Vascular (20-30%)

Abrupt or gradual onset

•
•

Focal neurological signs
Signs of vascular disease

•
•
•
•

Strokes
Lacunar infarcts
White matter lesions
Vulnerable to cerebrovascular events

Lewy Body (10-25%)

Insidious onset,
progressive with
fluctuations

•
•
•
•
•
•
•

Fluctuating cognitions
Visual hallucinations
Neuroleptic sensitivity
Shuffling gait
Increased tone
Tremors
Falls

•
•

Generalised atrophy
Lewy bodies in cortex and midbrain

Frontotemporal (1015%)

Insidious onset, typically in
50s – 60s; rapid
progression

•
•
•
•
•

Disinhibition
Socially inappropriate behaviour
Poor judgment
Apathy, decreased motivation
Poor executive function

•
•

Frontal and temporal atrophy
Pick cells and pick bodies in cortex

References:
1. https://pro.psychcentral.com/wp-content/uploads/2014/11/types-of-dementia.jpg
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Dementia awareness: at risk groups and key signs and
symptoms
PREVENTING WELL: DEFINITION (2)
Who is affected?
•
Dementia can affect anyone, anywhere
•
One in three people over the age of 65 will
develop dementia but people as young as 40 have
been diagnosed.
•
Two-thirds of dementia cases are women, this
could be due to menopause changes and also
women living longer than men.
•
Family members and close friends are often
affected by the progress of a loved one's dementia
due to little help and lack of understanding.
•
Carers can be overworked and people with
dementia can be distressed as there is
an insufficiently support and resources. In addition,
carers are considered to be at high risk and that
could impact negatively on their continuous caring
role

Differential diagnosis: Depression, nutritional deficiencies, side-effects from medications and emotional
distress can all produce symptoms that can be mistaken as early signs of dementia, such as
communication and memory difficulties and behavioural changes.
References
1. Recognise dementia. Health Hub. https://www.healthhub.sg/programmes/74/understanding-dementia
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Better support for BAME communities and other
marginalised groups living with dementia
RISK FACTORS TO VULNERABLE GROUPS
•

•

•

•

Anyone, regardless of gender, sexuality, race, ability, or socio-economic
background can develop dementia; however some groups have higher
prevalence rates and experience greater disparities in the care they receive
and the support that is provided to carers.
Dementia has, until recently, not been described in disability terms, but it is clear
that the various impairments that the condition gives rise to mean that people with
dementia have protection under the law as people with disabilities.
An important publication such as Dementia, rights and the social model of disability
highlight the main issues arising for people with dementia and carers from the
following population groups: the oldest old, young onset, people with disabilities,
black and minority ethnic people (BME), women, lesbian, gay, bisexual and
transgender people (LGB&T), and different socio-economic populations.
BME groups: More than 25,000 older black and minority ethnic (BME) people live
with dementia in the UK, in part due to vascular risk factors such as hypertension
often found in African-Caribbean and South Asian UK populations. Knowledge of
dementia and dementia services is limited in some BME groups.

References:
1. https://www.scie.org.uk/dementia/living-with-dementia/bme/
2. Dementia equity and rights. https://www.vodg.org.uk/wp-content/uploads/2016-VODG-Dementia-equity-and-rightsreport.pdf.
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Better support for BAME communities and other
marginalised groups living with dementia
RISK FACTORS TO VULNERABLE GROUPS
•

The evidence suggest that African-Caribbean patients are well represented in the
memory service. They are diagnosed with dementia a few years younger than their
White British counterparts and were more likely to be diagnosed with a vascular or
mixed type dementia. However, scores on initial cognitive testing were significantly
lower in the African-Caribbean group, possibly representing more advanced disease
at presentation.

•

Engagement with social and health care services may be resisted by some BME
communities because they fear discrimination or they find services are difficult to
access. A delay in seeking support may mean the person is not in contact with
services until disease is advanced or the person or family is in ‘crisis’.

•

There is evidence that minority ethnic carers are more likely to be isolated from
mainstream services. Some may view using a service as a source of shame.

•

There is also evidence that people from BME communities are not sure where or how
to find information about dementia. This is exacerbated by language barriers or when
people have lost cognitive skills, or if online information is not available in community
languages.
References:
1.Tuerk & Sauer. Dementia in BME London populations. BJPsych Bulletin (2015), 39, 162-166
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Dementia presents a growing size of a complex problem
with a large impact to both health and social care
PREVENTING WELL: EPIDEMIOLOGY
Key facts:
•

7% of individuals over 65

•

20% of individuals over 80

•

850,000 cases in UK with over
40,000 people with earlyonset dementia (before the
age of 65)

•

40% is the projected increase
in the number of people with
dementia in the next 15 years

Cost: Two thirds of the cost of dementia (£17.4 billion) is paid by people with dementia and
their families, either in unpaid care (11.6 billion) or in paying for private social care.
Cost of dementia is more than stroke, heart disease and cancer combined
References:
1. https://www.alzheimers.org.uk/about-us/policy-and-influencing/dementia-uk-report
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A range of modifiable risk factors for dementia are
already the subject of public health initiatives
PREVENTING WELL: RISK FACTORS IN POPULATION
Several modifiable risk factors for dementia have been identified and are already the subject of
public health initiatives.

It is estimated that 35% of all dementia cases
worldwide can be attributed to these potentially
modifiable risk factors

The Lancet Commission for Dementia
prevention, intervention and care found hearing
loss to be an important mid-life risk factor.
There is some emerging evidence that suggest
that sleep deprivation (if chronic) is linked to
impaired brain function and increased risk of
Alzheimer’s disease (beta-amyloid proteine)

Amongst all seven modifiable risk factors - low
educational attainment, smoking, and physical
inactivity are known to carry the strongest
risk.

References
1. The Lancet Commission for Dementia Prevention, Intervention and Care (2017).
2. Risk Factors for Dementia: Factsheet 450LP (2016).
3. Sleep deprivation increases Alzheimer’s protein. https://www.nih.gov/news-events/nih-research-matters/sleepdeprivation-increases-alzheimers-protein
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Despite higher activity levels, Southwark residents have
an increased risk from other factors
PREVENTING WELL: RISK FACTORS LOCALLY
Physical inactivity and an unhealthy diet are major lifestyle behaviours contributing to an increased
risk of developing dementia.
o Only 50.5% of adults meet the recommended ‘5-a-day’ on a ‘usual day’, compared to 54% of Londoners
and 55% across England.

74% of Southwark adults (18+) are physically active whilst only 16.8% of Southwark adults are
inactive (less than 30 minutes of activity per day).
o Activity levels decrease with age, so it is important to ensure activity is maintained throughout the life
course.
Overweight and obesity (excess weight) increase a person’s risk of developing a range of medical
conditions and diseases, which in turn increase a person’s risk for dementia.
Smoking tobacco significantly increases the risk of developing dementia and especially Alzheimer’s
disease in older adulthood.
o Although the current smoking prevalence for Southwark (15%) is relatively lower than London and
England the smoking-attributable mortality remains above London and England averages.
Regular alcohol intake above the NHS recommended levels increases a person’s risk of developing
dementia.
o Southwark has the second highest rate of alcohol dependency in SE London for those 35 and over.
Local data also show an increase in alcohol related hospital admissions in the over 65 age group.
References
1. Public Health Outcomes Framework (2019).
2. Active Lives Adult Survey – May 17/18 Report (2018).
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As residents age, the overall prevalence of dementia is
expected to increase in Southwark
PREVENTING WELL: DEMOGRAPHY
Southwark has one of the fastest growing populations in South East
London. Our population is projected to grow by almost 20% by 2030.


Growth is set to continue across almost all areas of the borough but
redevelopments around Old Kent Road, South Bermondsey and Elephant
and Castle, will lead to significant population increases in these communities.



The southern half of the borough has more areas of higher dementia
prevalence, suggesting areas that should be prioritised for dementia friendly
communities. A number of care homes are also located across those areas
with higher dementia prevalence.



Additionally, the number of people aged 65 and over is expected to
increase by 12,400 by 2030 (or 45%). As a result we can expect the overall
prevalence of dementia to increase.

Local neighbourhood all-ages dementia
prevalence, 2017/18 (%)

Projected growth in Southwark older population, 20202030

Age (yr)
90
85-89
80-84
75-79

700 (46% increase)
500 (25% increase)
1200 (34%
1800 (37% increase)

70-74

3100 (45% increase)
5100 (58% increase)

65-69
60-64
55-59

3500 (27% increase)
110 (6% increase)

Source: Interim 2015-Based Borough Preferred Option Projection. Greater London Authority,
2017.

References
1. Map source: House of Commons Library (Disease prevalence in England: local estimates), 2019
2. Overview of Southwark’s Population. Southwark’s JSNA. (2018).
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A population perspective on dementia prevention – the
need for an integrated approach at population level
PREVENTION: EVIDENCE OF WHAT WORKS
o

Based on extensive evidence from observational studies, it is estimated that about 30% of
dementia cases may be attributable to potentially modifiable risk factors. This suggests that
interventions targeting these factors could perhaps delay or prevent the onset of dementia.

o

Currently, there are several ongoing and planned trials testing the effect of multi-domain
interventions on dementia risk in high-risk populations. However, the majority of dementia cases
occur in individuals with low or intermediate risk. It is therefore desirable that future
dementia prevention strategies also target the wider population. Interventions targeting (a
subgroup of) the population as a whole require different strategies.

o

Public health interventions that target common risk factors, such as discouraging smoking
and encouraging a healthier lifestyle, can be implemented at several levels, and may include
media campaigns, legislative changes, and preventive measures in working spaces and the
community. Evaluating the effects of such interventions is complex, and may require
different approaches than the classical parallel group randomised controlled trial. In addition to
alternative methodologies to evaluate effectiveness, measures related to implementation will have
to be taken into account, and such studies may require alternative large-scale governmental
funding.

o

Since risk factors for dementia largely overlap with risk factors for CVD, implementation in
existing healthcare would probably benefit from an integrated approach, targeting dementia,
CVD, and other non-communicable diseases

References:
1. Eggink E, et al. A Population Perspective on Prevention of Dementia. J Clin Med. 2019;8(6):834.
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC6617301/
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Improving the dementia awareness and a timely
diagnosis remain important steps to treatment and care
DIAGNOSING DEMENTIA
Dementia is a profoundly life-changing condition and a
diagnosis may well provide long-awaited answers for a
failing memory, communication problems and changes
in behaviour.
A number of things may be needed to identify if a person
has dementia.
These include:
•

tests, for example the Mini Mental State Examination
(MMSE)

•

scans, for example a CT Scan (computerized axial
tomography)

•

personal history from person and the person’s relatives

An early diagnosis opens the door to future care and
treatment.

•

It gives an opportunity to take medication which might
help. There are some dementia medications which may
slow down the course of Alzheimer’s disease.

•

It can help a person have an awareness of the likely
progression of the disease
Where the dementia has a genetic component this
information could be helpful to other family members

•

References:
1. https://dementiapartnerships.com/supported-well/learning-pathway/step-1/

Dementia is one of the health conditions that
people are most frightened of.
According to a study by Alzheimer’s Society,
that fear means more than half of people
put off getting a dementia diagnosis for up
to a year.
And almost two-thirds of people surveyed felt
a diagnosis would mean their life was over.
But an accurate early, or timely, diagnosis of
dementia can have many benefits.
These include:
o an explanation for symptoms that may
have been worrying you or your family
o access to treatments that can improve
symptoms and slow down the progress of
the disease
o access to advice and support
o time to prepare for the future and plan
ahead
o Access appropriate care and
treatment, including social services
support and relevant benefits where
appropriate.
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It is estimated that a third of those affected are living in
Southwark without a diagnosis of dementia
DIAGNOSIS & EARLY DETECTION: LOCAL DATA

Dementia Diagnosis Rate Across London,
May 2019 (%)

Islington
Camden
Enfield
Tower Hamlets
Wandsworth
Lambeth
Brent
Southwark
The evidence strongly suggest that a timely diagnosis
Ealing
Lewisham
of dementia can have a significantly positive impact
Barnet
on a person’s quality of life.
Merton
London
Bromley
The diagnosis rate for Southwark (as of May 2019) is
Westminster
Sutton
th
78.5%, which is the 8 highest diagnosis rate in
Waltham Forest
London.
Newham
Houndslow
 Despite the ranking, it is estimated 336 persons are
City & Hackney
Croydon
living with dementia in Southwark without a
Hillingdon
diagnosis.
Haringey
Richmond
 65% of all diagnoses had an ethnicity of ‘Not Defined’
Redbridge
indicating data collection can be improved.
Bexley
Havering
Harrow
Guidance has been developed for GPs to improve
Hammersmith & Fulham
dementia coding across clinical systems.
Kingston
Barking & Dagenham
References
Greenwich

91.8
91.2
90.1
83.3
82
80.1
79.2
78.5
76.8
76.5
75.1
73.8
72.9
72.6
72.4
72.2
71.5
71.1
70.5
70.3
69.9
68.9
68.9
67.8
67.6
67.3
67
66.6
66
64.5
64.2
62

For the over 65 population in Southwark, 1,016 (3.6%)
people have a recorded prevalence of dementia,
which is significantly lower than the London (4.5%)
and England (4.3%) values.

1.
2.
3.

Public Health Outcomes Framework (2019).
NHS – London Clinical Networks, Dementia Clinical Leadership Group (2019).
NHS Digital – Recorded Dementia Diagnoses April 2019.
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Emergency admissions: both short stays and delayed
discharges for patient with dementia should be avoided
THE PICTURE IN SOUTHWARK: EAs
Increasingly the health and social care system is
looking to ways to improve preventative interventions
and thus reducing the need for people with dementia
requiring emergency admissions to hospital for
physical conditions.

34.8% of emergency inpatient admissions for
people with dementia aged 65+ in Southwark are
reported to stay for one night or less, which is
significantly higher (worse) than for London
(30.2%) and England (28.9%).

o

The National Dementia Intelligence Network
state that 18% emergency short stays for people
with dementia are related to injuries including
head, hip or thigh.

A qualitative study has shown that even small
practice changes could have a positive impact in
reducing a delayed discharge for people living
with dementia following an acute hospital stay.

Why avoid non-essential admissions for people
living with dementia
o Longer length of stay
o Reduced mobility and weight loss
o Loss of communication skills and increased
disorientation
o Increased mortality and morbidity on discharge,
and
o Depression
SHIELD study comparing unplanned hospital
admissions for people aged 60 and over with and
without dementia diagnosis found that
o people with dementia were more likely to have
orthopaedic (e.g. falls/fractures) or
respiratory/urological infections as complications
post admission than those without dementia.
The report suggested a holistic approach to
providing person-centred community-based
dementia care which encompasses cognitive,
behavioural, psychological and physical needs of
people with dementia

References
1. Public Health Outcomes Framework (2019).
2. NHS: Identifying factors contributing to acute hospital delayed discharge for people living with dementia ( 2018).
3. http://www.swscn.org.uk/wp/wp-content/uploads/2015/12/Reasonswhypeoplewithdementiaareadmittedtoagenera.pdf
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What is driving the high rates of hospital admissions
for people over 65 and those with dementia?
DIAGNOSING WELL: AN AREA FOR FURTHER INVESTIGATION
We didn’t look at our local profile of admissions
for people with dementia in terms of causation;
the data is also lacking.
o King’s College London reported that
over three quarters of people with
dementia were seen in A&E in their last
year of life. This has also been increasing
over time.
o According to Alzheimer’s UK, only 69% of
hospital trusts are properly screening
patients over 75 for dementia on
admission, despite being offered financial
incentives to do so.
o Falls / dementia A&E: Data on falls and
dementia is inconsistent and only recorded
for a quarter of hospitals nationally.
However, in these hospitals (even in a small
sample of 6,834 falls reported in 2018) an
average of 28% of people aged over 65
who had a fall were people with
dementia.

Locally: Some work we did around the prevalence of
falls/fractures locally suggest that Southwark has
still higher rates for falls on those 65-79 as
compared to both London and England. Lambeth
seeing the highest and Bromley – the lowest rates of
admissions in SEL.

References
1. https://digital.nhs.uk/news-and-events/news-archive/2016-news-archive/hospital-admissions-hit-record-high-as-population-ages
2. https://www.alzheimers.org.uk/get-involved/our-campaigns/fix-dementia-care-hospitals-statistics
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Access to right services and a person-centred approach
for patients with dementia remain a local priority
DIAGNOSING WELL: PRIMARY CARE ROLE IN DEMENTIA
Recent national policy developments now include: (i) making GPs coordinators of care for
individuals with complex needs; (ii) risk assessment for individuals with dementia
Diagnosis: Although diagnosis and initiation of treatment is started in secondary care for the majority of
individuals with dementia, primary care plays a significant role in the initial recognition of dementia
symptoms and the subsequent post-diagnostic support.
o an initial assessment including a careful history followed by some form of cognitive assessment
if/when required are important to make a diagnosis.
Key challenges primary care face:
o the fear of giving a diagnosis and getting it wrong: The discussions on the role of primary care is
more related to older patients, who are often in care homes, where the presence of dementia and
cognitive impairment is but one of a number of long term conditions (LTCs).
o the clinical message of the benefits of a diagnosis: This is around post diagnostic support and five Ps
– Physical illness; Post diagnostic support for carers and families and Prevention of crises;
emPowering people with dementia and their carers; and Prevention of significant cognitive decline
o the way in which dementia is managed in primary care: There is an analogy with managing other
LTCs, such as diabetes, and the need for a specialised diagnosis and specialist management.
One concern is how cognitive impairment can be appropriately recorded in primary care – perhaps
in a similar way to raised blood pressure.
References:
1. General practice should be placed at the centre of dementia care (2016). https://www.guidelinesinpractice.co.uk/mentalhealth/general-practice-should-be-placed-at-the-centre-of-dementia-care/352803.article
2. Burns A. A new dementia currency in primary care (2016) https://www.england.nhs.uk/blog/alistair-burns-18/
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Less than 10% of Southwark residents receiving an NHS
Health Check are given dementia risk reduction advice
NHS HEALTH CHECKS
The NHS Health Checks programme offers all people between the ages of 65-74 years
receiving a health check information and advice on dementia.
 According to the NHS Health Checks Best Practice Guidance,
– Everyone who has received an NHS Health Check should be made aware that the risk
factors for cardiovascular diseases (CVDs) are the same as those for dementia through
the messaging: “what is good for your heart is good for your brain”
– Everyone aged 65-74 who has received an NHS Health Check should be made aware of
the signs and symptoms of dementia and be signposted to memory services if this is
appropriate.
There is a significant discrepancy between those receiving a Health Check and those also
receiving advice on dementia.
 Whilst it is unclear how accurately this information is captured in clinical systems, data indicates
only 3.6% of residents aged 65-74 receiving a Health Check were offered information about
dementia, although some advice was also given to younger age groups (ages 40 – 64).
 Specifically for pharmacies, 10 out of 159 (6.3%) patients aged 65+ who had their health
checks in the past five years were provided dementia advice, although according to the system,
the option to document advice is communicated is only available for patients aged 65+.
There is a clear opportunity to improve dementia risk reduction messaging and advice across
all ages through the NHS Health Checks.
References
1. Southwark NHS Health Checks (2019).
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Developing a dementia diagnosis journey to improve
self-guided support
DIAGNOSING WELL: MAPPING THE JOURNEY
Alzheimer's Society measured user experience to map out the needs of people affected by
dementia, and create large-scale solutions

o Short-term memory
loss

o GP & Hospital visits

o Seeking treatment

o Inconclusive tests

o Looking for a cure

o Denial from people
with dementia &
family members

o Struggles with patient
confidentiality

o Finding the right
carer

o Misdiagnosis

o Concerns about the
future

o Lack of awareness
o Mild head trauma
o Link with other
diseases

o Not enough obvious
symptoms

o Seeking more
information

References:
1. https://www.alzheimers.org.uk/dementia-professionals/dementia-experience-toolkit/real-life-examples/developing-newservices/mapping-diagnosis-journey
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Despite disease progression and difficulties coping with
dementia there is evidence of what works and helps
LIVING WELL WITH DEMENTIA: NICE GUIDANCE
Dementia can affect all aspects of a person's life, as well as those around them. For those
diagnosed with dementia it’s important to focus on the things they can still do and enjoy
Staying socially active
•Keeping in touch with people and
engaging in social activities of any
kind is good for the confidence and
mental wellbeing.
•Many communities are now
dementia-friendly and is advisable
to join a local dementia-friendly
group, perhaps at a memory cafe
or community centre. That would
be beneficial for sharing
experiences and using tips from
others who are living with
dementia.
•An up to date local ‘Directory of
services’ would support people
finding out about activities and
support services in their area.

Telling others about the
condition
•When ready it's best for those
diagnosed with dementia to tell
others about their condition – in
particular, what it means for them
and what they may have trouble
with (as part of their daily
activities).
•Meeting new people through
activities or supporting groups and
focusing on those who are there
when support is required are
considered helpful.

Looking after personal health and
wellbeing
•Eating a healthier and balanced
diet and exercise regularly (e.g.
daily walk or gardening, or other
exercise forms)
•Keeping in touch with the local GP
and discuss the benefits from being
vaccinated (for e.g. against flu,
pneumonia, etc.)
•Getting enough sleep. Sleep
deprivation and feeling depressed
are common in dementia.

•Regular check ups: People with
dementia are advised to have regular
dental, eyesight and hearing checkups.
•Attending regular GP/specialist
check-ups is also advisable for those
with comorbidities

References:
1. NICE guidance, 2018. Dementia: assessment, management and support for people living with dementia and their
carers. https://www.nice.org.uk/guidance/ng97
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A guide to dementia, social care services and the NHS
INTEGRATING SOCIAL CARE AND COMMUNITY SUPPORT
Living with dementia can be challenging and stressful. But there is support available from the NHS and any local
council to help people with dementia and their families. The support and care for what people with dementia may
need: this is organised by the NHS and the adult social services department as part of any local council. Services provided
by charities are also important.
Social services support for dementia: The adult social services department of Southwark council can help with people’s
personal care and day-to-day activities.
o
Social services can also provide information about local services and support, much of which is provided by charities,
such as the Alzheimer's Society and Age UK.
Care assessments: Public health, adult and social care and older people commissioning teams work jointly to produce
dementia needs assessments that assess the needs of people with dementia and their carers to support their health and
social care needs as well as improve local services.
NHS support for dementia
•
NHS help for dementia includes the treatment people with dementia receive from their local GPs and hospital. It can
also include other types of healthcare, such as:
o
Physiotherapy / hearing care (audiology) / eye tests (optometry) / foot care (podiatry) / speech and language therapy /
support from the Older People's Mental Health team
Get help and advice
•
Getting help and support from local councils or the NHS can sometimes feel very difficult and complicated. If people
need further help, they also consider using an advocacy service. advocacy services
Charities and voluntary organisations provide valuable help and advice on their websites and via their helplines:
•
Alzheimer's Society’s National Dementia Helpline on 0300 222 1122 | Age UK's Advice Line on 0800 055 6112 (free)
•
Independent Age on 0800 319 6789 (free) | Dementia UK Admiral Nurse Dementia helpline on 0800 888 6678 (free)
References:
1. Dementia, social services and the NHS. Dementia guide. https://www.nhs.uk/conditions/dementia/socialservices-and-the-nhs/
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A range of pharmacological and non-pharmacological
interventions have been linked to dementia treatment
SUMMARY OF EVIDENCE
A range of pharmacological and non-pharmacological interventions have been linked to support
treatment and prevention of cognitive and behavioural effects related to dementia.
Dementia treatment options remain limited, with known dementia
treatments having diminishing efficacy after the first few years.
o Dementia prevention is playing an increasingly important role through the
exploration of the impact certain lifestyle habits, such as healthy eating,
have in successful aging.
o Furthermore, it is unclear how the treatment of dementia-associated risk
factors affect cognition and behaviour in people already living with
dementia.
Significant improvements over recent decades have led to more readily
available treatment options and widespread dementia screening in
routine assessments resulting in a ‘dementia-friendly’ clinical culture
and society.
o Despite these strides, much is still unknown about the long-term effect of
treatment of older people and prevention through risk factor reduction.
Dementia research is a key element of the Prime Minister’s Challenge on
Dementia, and by collating new and existing data on dementia through
the PHE Dementia Intelligence Network, public health agencies will have
a better understanding of prevalence and how it affects the population
References
1. Mukaetova-Ladinska, M. Age and aging collection: Treatments in dementia (2019).
2.Dementia Data Catalogue (2016).

Dementia integrated care model:
Alzheimer’s society 2015
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Delivering good quality and personalised care at the
End of Life (EoL) stage for patient with dementia
‘DYING WELL’: EOL DEMENTIA CARE (EoLC)
Key points for dementia patients at this stage:
Palliative care: Palliative care is for anyone diagnosed with a life-limiting illness,
including dementia. It focuses on maintaining a person’s quality of life by relieving
discomfort or distress (whatever the cause).
EoLC: End of life care aims to support someone in the later stages of a life-limiting
condition to live as well as possible until they die. It also aims to support family and
carers during this time and after the person dies.

The variety of presentations necessitates a highly individual approach to care
planning, and patients should be encouraged to set their own goals and
contribute to advanced care planning where possible.
Assessment and management of distressing symptoms at the end of life can be
greatly helped by a detailed knowledge of the individuals' prior wishes,
interdisciplinary communication and recognition of changes in presentation that
may result from new symptoms, for example, onset of pain, nutritional deficits and
infection.
To navigate complexity at the end of life, open communication that involves
patients and families in decisions, and is responsive to their needs is vital and
can vastly improve subjective experiences.
References:
1. Kumar SCT, Kuriakose RJ. End-of-life care issues in advanced dementia. Ment Health Fam Med 2013; 10(3):129–132.
2. Fetherston AA, et al. Challenges in end-of-life dementia care. Evid Based Ment Health 2018;21(3):107-111.

Slide 33

Dementia caregivers are at increased risk and should
be supported during the EoL period
SUPPORT FOR DEMENTIA CAREGIVERS
Dementia’s unpredictable progression
Dementia causes the gradual loss of thinking, remembering, and reasoning abilities, making it difficult for those
who want to provide supportive care at the end of life to know what is needed. As these conditions progress,
caregivers may find it hard to provide emotional or spiritual comfort.
Making difficult EoL decisions
EoL care decisions are more complicated for caregivers if the dying person has not expressed the kind of care
he or she would prefer. Someone newly diagnosed with Alzheimer’s disease might not be able to imagine the
later stages of the disease. Quality of life is an important issue when making healthcare decisions for people
with dementia. When making care decisions for someone else near the end of life, consider the goals of care
and weigh the benefits, risks, and side effects of the treatment. Carers may have to make a treatment decision
based on the person’s comfort at one end of the spectrum and extending life or maintaining abilities for a little
longer at the other.
Support for dementia caregivers at the EoL
Caring for people with Alzheimer’s or other dementias at home can be demanding and stressful for the family
caregiver. Depression is a problem for some family caregivers, as is fatigue. Family caregivers may have to cut
back on work hours or leave work altogether because of their caregiving responsibilities.
Hospice, whether used at home or in a facility (such as a nursing home) - gives family caregivers needed
support near the end of life, as well as help with their grief, both before and after their family member dies.
References:
1. End of Life care for people with dementia. https://www.nia.nih.gov/health/end-life-care-people-dementia#caregiver
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Mapping our dementia services locally is a joint
partnership exercise
THE LOCAL RESPONSE: CARE PATHWAY SERVICES
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Health
checks

Primary
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Supporting &
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Palliative
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Impact of Covid19 and lockdown on people living with
dementia and their carers
CARE INTEGRATION TO DEAL WITH INCREASED DEMAND
Dementia is the most common pre-existing condition for people who are dying from Covid-19, and for the
25,000 people from black, Asian and minority ethnic (BAME) backgrounds living with the condition across
the UK, the social restrictions imposed during lockdown have made an already challenging time even
more difficult.
•

•

The pandemic has seen
demands on black,
Asian, and minority
ethnic-led organisations
that support these
individuals grow
severely.
These organisations,
whilst best placed to
provide essential local
support services, have
faced their own
challenges, including
immense financial strain,
loss of volunteers, and
staffing crises due to
employees shielding.

References:
1. https://www.alzheimers.org.uk/sites/default/files/2020-08/The_Impact_of_COVID-19_on_People_Affected_By_Dementia.pdf
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Learnings from the dementia prevention workshop
(Sep.2019) and ‘products’ we are developing locally
NEXT STEPS: DEVELOPING DEMENTIA CARE MODEL LOCALLY
Key messages/takes from each theme/group
Dementia is everyone’s business and with increasing
prevalence
Prevention matters & can effect change
The role we all play in promoting prevention- including
healthier lifestyles
‘Whole life’ approach
There is much to do including raising awareness, knowledge
& making connections
Service and pathway gaps
Core competencies, attitudes and values
Tools for quality and consistency.
Task & Finish groups process
•
Bringing key stakeholders / contributors together
•
Review the briefing pack and
•
Work through the former actions within the dementia action
plan, refine shape and confirm capacity
•
Groups now in place for: Prevention, Diagnosing Well, Living
and Supporting well, Dying Well and Training and
Development.

‘Products’ we are developing
o

Co-location with the Memory service
and post diagnostic support provider
(Alzheimer's)

o

Development of a communications
pack to address awareness,
understanding and convey
preventative opportunities

o

Draft training and development pack
to up-skill and engage with staff

o

Task and finish groups with key
stakeholders shaping and
overseeing further products.

o

Strengthening service specifications
to improve commissioning of
services.
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Already a range of initiatives are in place that address
primary, secondary and tertiary dementia prevention
NEXT STEPS (2): FOCUSING ON THE LOCAL RESPONSE
There are already a number of initiatives in place addressing dementia prevention:
Primary prevention:
 The NHS Health Checks, the Southwark Healthy Weight Strategy 2016-2021, the borough’s
approach to smoking cessation and the Southwark Alcohol Action Plan are all existing initiatives that
address dementia prevention.
Secondary prevention:
 Recognising the need for a localised understanding of service provision, our health and social
care teams worked with various stakeholders to develop a local Dementia Care Pathway.
 Implementation of the local Dementia Care Pathway should continue with the identified local
provision and services being mapped onto and implemented across the stages of the Well Pathway
for Dementia.
Tertiary prevention:
 Dementia awareness and social action is essential to support people with dementia to live fulfilling
lives.
 Whilst moving to a care home provide comprehensive support for residents requiring
assistance with activities of daily living, delaying the onset of dementia and the ensuing gradual
deterioration could reduce the negative impact of disease and enable these individuals to live
independently for longer. Consequently, more efforts should be aimed at dementia prevention.
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The need to implement the ‘Dementia Training and
Development’ for our staff
NEXT STEPS (3): DEMENTIA TRAINING FRAMEWORKS
The Dementia Training Standards Framework
This framework is a great resource detailing the essential skills and knowledge necessary across
the health and social care spectrum – including the following three tiers:
o Awareness (which everyone should have); Basic skills which are relevant to all staff in settings
where people with dementia are likely to appear; and, Leadership
http://www.skillsforhealth.org.uk/services/item/176-dementia-core-skills-education-and-trainingframework
Skills for Care has developed a number of resources and qualifications to support those who care for
people with dementia. The resources help the workforce deliver good quality care at every stage of the
condition, so that those who need care and support can remain active and engaged
for as long as possible. https://www.skillsforcare.org.uk/Documents/Topics/Dementia/Developing-yourworkforce-dementia.pdf
Southwark Dementia Action Alliance (SDAA)
SDAA exists as a vehicle for organisations and individuals to work together to make Southwark a
dementia friendly community, where people living with dementia have the support they need to live
their life to the full and remain a valued part of our community.
https://www.dementiaaction.org.uk/local_alliances/8628_southwark_dementia_action_alliance
Health Education England’s three tiers model for dementia training:
https://www.hee.nhs.uk/our-work/dementia
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