Living Well with Young Onset Dementia

What research tells us younger people with
dementia, and their families/supporters need

How primary care (and others) can assist

Jan Oyebode, Professor of Dementia Care
University of Bradford
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Young Onset Dementia: an area of health inequality

* Over 42,000 younger people with dementia in the UK - expected
to increase by 20% over the next 40 years, only 40% diagnosed

* Young onset dementia includes rarer types that present in
various ways — leads to significant delays in diagnosis which have
a negative effect

* Younger people have different needs due to life stage and family
life stage — but many services are not used to meeting younger
people’s needs

* Younger people and their families require needs- and age-
specific services and support after diagnosis
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Numbers in West Yorkshire and Harrogate?

North Yorkshire Health and Well-being Board: Bring Me Sunshine
Dementia Strategy, estimate: 173

34
Females with early onset dementia Males with early onset dementia
in North Yorkshire 2015 in North Yorkshire 2015
Age Age Age Age Age Age Age Age
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UCL Home Psychiatry The Angela Project

Welcome to The Angela Project

The Angela Project is dedicated to Angela who was recently diagnosed with dementia at 51 years of age. She had

symptoms for 3 years before getting a confirmed diagnosis. Many other people experience delays like Angela.

Our Aim is to improve diagnosis and post-diagnostic support for younger people living with dementia and their caregivers

Leading the fight

)/Ou agm.nst dementia
%:forming Influencing Inspiring Alzhelrr!er’s
DementiaUK Society

Helping families face dementia
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Improving post-diagnostic support
Improving Support & Service Use Survey -
positive examples, service use, satisfaction and costs

Follow-up Interviews - needs-based understanding
younger people with dementia and family members

Interviews with service providers and commissioners -
facilitators and barriers

Guidance on Best Practice for Care & Support
Examples of good services across the care pathway & needs met
Essential elements that constitute good practice across the pathway
Barriers and facilitators to be considered
West Yorkshire and Harrogate Dementia Research Day




The Improving Support & Service Use Survey

291 responses and 856 examples of positive support
* Age at diagnosis: 37 — 65 years old, m =56.5

 The survey included people with:

v with rarer types of dementia
v' were currently employed
v" who lived alone or in care homes

 Roughly equal numbers of men and women
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How were the services supportive?

Engendering
engagement security

responsive
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Sensitive engagement: approach,
attitude, active listening, honesty

7

/My GP has been very helpful, he gives me time to explain myself as |

get very mixed up when | try and talk, words get confused and |

waffle, | tend to write things down in advance and read them to him

before we discuss why | have gone in detail; he seems to understand
this is how | need to work now.

N /
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Accessible and responsive: Holistic,
timely, close, collaborative, cost-effective

_

/During this period we moved to 'shared care' between \
Memory Clinic and GP. Both are excellent and see us when
we have concerns. [. . . ] They liaise and co-ordinate in terms
of our joint care and very much treat us as a couple who
both need support and help. [. . . ] They have both helped us
to adjust to and understand the condition at every stage. It
was helpful for both of us and the wider circle of family and

\friends as we are able to explain things to them. /

“ West Yorkshire and Harrogate Dementia Research Day




@B UNIVERSITY of

0% BRADFORD
Engendering security: consistency, continuity,
giving confidence

-

/GP - Giving me time to talk over my memory problems.\
| can see him when | need to. Helpful for me. Just
someone to talk to and listen.

4 N
GP will see mum immediately, has same GP for
continuity of care. Will see mum every 2 months unless

something comes up in-between.
_ /

)
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What needs does positive support meet?
To feel

empowered
To feel held and i ositive
,supported : o outlook and
thro’ understanding , reEninG
that instils security It met my/ SutonGrY
our needs:

To live well with the \
diagnosis To feel ‘togetherness’

thro’ maintaining health in key relationships

and thro’ enjoyment and thro’ continuing to give
pleasure and thro’ camaraderie
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Being held and supported%

“The GP has been helpful throughout. As a carer, | approached her
myself initially and she was supportive in encouraging Linda to make
an appointment. Linda found her very friendly and interested, and

she made clear we could always book an appointment when needed.”

“Our GP has continued to be helpful, and it reassuring to know she is
always there and has has got to know Linda a little.”

“The GP has continued to provide helpful support, for example
referring Linda to a neurologist recently when she developed muscle
spasms.”

West Yorkshire and Harrogate Dementia Research Day
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Empowerment

As | was a GP myself, | was treated as a fellow professional which |
appreciated. | understand the medical terms and am also very much
aware of dementia. MRI showed white patches not Alzheimer's! Great

relief but future uncertainty. It was useful for me and my husband.
GP referred me on my request. Both psychiatrist and psychologist

excellent, professional and supportive.

GP issued medical exemption charge for prescriptions and shortened
process of collection, this means Px goes to pharmacy automatically to
be dispensed and only requires one collection per month.
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Living Well
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Mixing with people - helping with walks organised by GP surgery, going
for coffee afterwards. Mixing with people. Gives me purpose. It's
stimulating for the brain.

~

)
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Conclusions from Angela positive
real-life examples
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Primary care is the essential starting point of the
young onset dementia care pathway

Where staff engage sensitively, are responsive and
give continuity, services are experienced as positive

GPs can be central in enabling people with Young
Onset Dementia to feel held and supported

GPs can be empowering through giving information
and enabling independence

Primary care services can help people with young
onset dementia to live well by attending to physical
health and offering social opportunity
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Some thoughts to take away

Does your practice have any patients with young onset
dementia or possible young onset dementia?

Does your service fulfill the HOW and WHAT aspects of
Good Practice?

What sort of young onset dementia pathway do you
have locally?

Do you need further information or connections re
young onset dementia?

See https://www.youngdementiauk.org

8th May 2019 West Yorkshire and Harrogate Dementia Research Day
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https://www.youngdementiauk.org/gp-guide

What patients and their
family members tell us
about their experience of
being diagnosed

‘My GP was really thorough and listened to
me and my wife explain our concerns. He
sent me for tests to exclude a brain tumour,
but eventually | was sent to my local memory
clinic where | was diagnosed with Alzheimer's
disease at 55.”

‘I wish our GP had asked how | found living
with my husband. | would have said that I've
lived with him for over 40 years and now
the whole experience of being with him is
completely different.’

‘Ten years before being diagnosed | began to
worry, as friends were finding it increasingly
difficult to be with him. Two years before, | was
noticing lack of empathy and his understanding
of daily chores. If only he had been diagnosed
sooner we could have accessed the support
we so desperately needed.’

‘My dad was a financial adviser and then he
couldn’t count the change in his pocket.

He was treated for depression for six months
before we saw a memory specialist.’

8th May 2019

Young Dementia
Network

The Young Dementia Network is a
community of people living with young
onset dementia, their family and friends,
and professionals who work in dementia
and social care. We are working together
to improve services for all people affected
by young onset dementia.

The Young Dementia Network is guided
by a collaborative group and managed by
YoungDementia UK.

To find out more about the people and
organisations involved, and to join, visit

www.youngdementiauk.org/
young-dementia-network

11/2017

Diagnosing
dementia in
younger people

A decision-making guide for GPs

Endorsed by

RC Royal College of
GP General Practitioners

This diagnostic guide is
designed to support GPs
to identify the most
commeon signs and
symptoms of young onset
and rarer forms

of dementia.

It aims to help GPs identify
‘red flags’ which suggest
referral to specialist
diagnostic services may
be required.

Young Dementia
s Network

West Yorkshire and Harrogate Dementia Research Day
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Why we
created

this

References

guide

Over 42,000 people are
living with young onset
dementia in the UK.

It takes on average 4.4 years
for younger people to be
diagnosed?, twice as long

as older people, delaying
access to treatment

and support.

Many younger people

are misdiagnosed with
depression, anxiety, stress,
marital issues, menopause
or personality disorder.

Picking up the critical signs of these
diagnoses is not always easy, and
at times is based on your, or your
patients’ gut feeling that something
is amiss. Family and friends may
play an invaluable role in helping
you to understand the full range of
symptoms your patient might

be experiencing.

To find out more information

about young onset dementia

www.youngdementiauk.org
mail@youngdementiauk.org

1 Dementia UK, 2nd edition 2014, Alzheimer's Society
2 NeedYD Study, 2010, C Bakker et al
3 Alzheimer's Society website

Is this your patient?
.

1
As their GP, your gut
reaction is something
isn’t right and further
investigation is required?

[ T
Not feeling cognitively as Are family and friends
‘sharp’ as in the past? expressing concern?

|
Are they aged 40-657
People under 40 can have dementia
but this is less commen and is more
likely to have a familial link.

ends identified a progressive decline in any of these areas?

Have the patient, family, colleagues o
[

[ ] [ ]
Neuropsychiatric Social and skills Movement disorder
presentations Reduction in literacy, Clumsiness, changes in gait,
Later than usual onset of first numeracy or other skills, balance or mability, falls,
episode psychosis (abnormal struggling at work, fixed eye movements,
beliefs or perceptions). more isolated, general involuntary movement, signs
decline in ability levels. of Parkinson’s disease.

Language and communication
Word-finding difficulty, effortful
hesitant speech, vague or
over-detailed speech, not getting
to the point.

[ 1
Memory and disorientation
Forgetting conversations and future plans,
repetitiveness, getting lost in familiar places,
less sure of the day or date, forgetting
names and faces.

Behavioural and personality changes

Changes in personality, reduced empathy,
reduced emotional engagement, irrational
and out of character decision-making,
lack of insight, aggression, apathy,
obsessive behaviour, decline in
personal care.

Visual and spatial

Repeated visits to opticians and finding
nothing wrong, mis-reaching for objects in
clear view, difficulty perceiving depth and

volume, words appear to float off the page,
misperceive the obvious, problems judging
distances when driving.

Take a detailed history

Consider using a brief cognitive instrument
(such as the Alzheimer’s Society’s Cognitive
Assessment Toolkit or refer to NICE
Dementia Guidance) but bear in mind that
passing these tests should not exclude the
patient from being referred for memory
assessment. The results should be used to
supplement the detailed history only.

Is there a family history
of young onset or
atypical dementia?

Does your patient have a learning
disability? People with learning
disabilities are at increased risk

of developing dementia. A third of

people living with Down'’s syndrome

‘will develop dementia in their 50s*

Refer on to learning disability
services.

Consider asking the family member what
their overall experience of living with the
patient is like. This type of open question
will prompt discussion which could
uncover relevant symptoms. The patient
or family may want to consider keeping a
diary to take to future appointments.

Exclude reversible causes — carry out medication review,
physical examination, blood dementia screen,
consider alcohol misuse or sleep disorder.

For more information refer to NICE Dementia Guidance.

Exclude or treat depression or anxiety
— you may consider using PHQ9 for
depression or GAD7Y for anxiety.

Refer to young onset dementia specialist in local diagnostic service

For more information, for you and your patient, please visit www.youngdementiauk.org
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