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Getting a diagnosis
of dementia
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Many people with signs of
dementia put off seeing a GP
about their symptoms for

some time. However, if you are
concerned about changes in your
own memory, communication,
personality or behaviour, or have
worries about these changes

in someone close to you, itis
important to consulta GP as soon
as possible.

This means that other conditions
with similar symptoms can be
ruled out and, if necessary, further
assessments can be carried out so
an accurate diagnosis can be made
and theright support putin place.

Why is it important
to accurately
diagnose dementia?

Seeking a diagnosis of
dementia can be frightening or
overwhelming. Some people feel

that they would rather delay finding

out or would prefer not to know at
all. They may think that they will
lose theirindependence, have to
give up work or driving straight
away, or have to move into a care

home. In some cases, they may not
understand that there are concerns

about their memory or behaviour
and deny there are any issues.

However, there are important
reasons for taking steps to geta
diagnosis as soon as possible:

+ Insome cases, the symptoms
of dementia may be due to
another condition that could
be treated so the person can
resume their normal life — see
p6 for information about some
of these conditions

+ Adiagnosis will help the person
with dementia and their family
to get the best treatment,
supportand plans putin place.
This includes looking at finances,
considering important legal
issues and making decisions
about the present and the future

« Some people finditarelief to
have an explanation for why their
memory, behaviour or the way
they feel is changing

« Adiagnosis benefits the wider
family and enables them to
understand what is happening
and how they can help

« Atimely diagnosis can help the
person stay well for longer by
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increasing their awareness of the
condition and how they and their
family can make adjustments to
improve their quality of life

« Although thereisno cure
for dementia at present,
medication and other
interventions may be used
to help manage and reduce
the symptomsin some
types of dementia, such as
Alzheimer’s disease

If someone s reluctant to see
their GP, you canalso try to
explain the benefits of getting an
early diagnosis, as listed above.
Sometimes, asking another family
member or close friend to talk to

the person may help —they may be
more willing to take advice from
someone who is slightly removed
from the situation.

If the person simply refuses to

go to the GP, you can contact the
surgery by phone, email or letter
to explain the situation. Mention
the changes you have noticed, how
they are affecting the person, and
any ways in which these changes
may be putting them at risk.

The GP will not be able to break the
person’s confidentiality, but they
should consider the information
you have provided and may call the
person in for a general check-up.
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Signs and symptoms

Some of the possible signs and
symptoms of dementia include
changesin:

+ short-term memory
« thought processes
« concentration level

< communication, comprehension
and word finding

« motivation level
« ability to perform everyday tasks

» personality, mood, behaviour or
social functioning

Itisimportant to note that these
signs and symptoms do not mean
the person definitely has dementia.
Seeing the GP about these
concerns will enable further tests
to be carried out to identify the
cause of these changes.

Preparing for
the appointment

The process of getting a diagnosis
starts with seeing the GP. Often,
telephone or online appointments
are offered in the first instance, but
if you explain to the receptionist

that you are concerned about
possible dementia symptoms, it
should be possible to book a face-
to-face appointment, although this
may mean waiting a little longer.

Usually, GP appointments are

10 minutes long, but an initial
screening for dementia will take
longer, soitis best to ask fora
double appointment. Again, this
may mean waiting a few weeks for
an appointment.

Itis helpful to keep a diary of

the signs and symptoms you are
noticing and share this with the GP
before or during the appointment.
This could include:

« thedate, time and frequency

« thesigns, symptoms and
changes experienced

+ any possible triggers
« their effect on everyday living

It may be difficult for the person
experiencing symptoms of
dementia to notice the changes
inthemselves, so you can keep a
diary together.

Itis helpful for a family member,
or someone else who knows
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the person well, to go to the may cause similar symptoms to
appointment with them. They dementia, such as confusion and
can outline any information they difficulty seeing things correctly.
have gathered and support the These symptoms may also be a sign
person to explain what changes of some rarer types of dementia
they have noticed and the impact that are more common in younger
they are having. people, such as posterior cortical

atrophy (PCA), which causes
problems with vision.

Itisalso a good idea for the person
to have sight and hearing tests as
problems with eyesight and hearing
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What to expect froman
initial appointment

At the initial appointment, the GP
should ask:

« when the symptoms started

« whether they came on suddenly
or gradually

« ifthereisany family history
of dementia

« how the symptoms affect
everyday living

The GP should conduct a physical
examination and arrange blood
tests to rule out other underlying
conditions that may be treatable,
suchas:

» depression
« underactive thyroid
« vitamin B12 deficiency

« after-effects of Covid-19
(long Covid)

+ menopause
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+ delirium caused by a medical
condition like an infection

e workstress
+ relationship problems
+ side effects of some medicines

They may also make a referral for
a brain scan to check for other
possible causes of the symptoms,
such as a stroke or a brain tumour.
However, this may be arranged
atalater date via the memory
assessment service.

The GP should perform some
brief tests of memory and
cognitive abilities, for example
asking the person:

« what day, date and yearitis

+ toname some common items,
either from pictures or as
answers to questions (eg, “What
do you use to boil water fora cup
oftea?”)

« toremember andrepeat a list of
items to test concentration and
short-term memory

« tocomplete adrawingsuchas
aclockface

If other physical or mental health
conditions are ruled out as possible
causes of the changes in memory,
behaviour and personality, the

GP may then make a referral for
further investigation, usually at an
NHS memory clinic.

In some cases, the GP may
decide the changes are marginal
and do not require a specialist
referral. However, it is good
practice for them to arrange a
review in six months’ time. In this
period, keep noting down any
changes in symptoms.

If the GP does not request a review
after six months but you still

have concerns, it is advisable to
book another appointment. If the
symptoms change noticeably or
suddenly in this period, do not wait
until the six-month point to book
an appointment.

If you are experiencing difficulty
getting a diagnosis, please contact
our Helpline or virtual clinics to
speak to a dementia specialist
Admiral Nurse for advice —see
Sources of support on p11.
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Mild cognitive impairment
Sometimes, people with signs of dementia are diagnosed with mild

cognitive impairment (MCI). This itself is not dementia, although
many people with MCI will go on to develop dementia.

MCI may be diagnosed if the person:

« has cognitive symptoms (eg problems with memory,
concentration or language and speech) that have no other
obvious cause and are worsening

+ scores poorly for their age in tests of mental abilities
+ hasonly minor or no problems with everyday living activities

Often, GPs will diagnose MCI without a specialist referral. In other
cases, they may refer the person to a memory assessment service,
but they will usually be discharged back to their GP for ongoing
support if a diagnosis of MCI, rather than dementia, is made.
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Attending a specialist
memory assessment

If someoneisreferred to a
memory service, it may take
several weeks or months to be
invited for assessment. If you
haven’t heard anything after three
months, you can chase this up
either via the GP or by contacting
the service yourself —the GP
practice should be able to give you
the contact details.

In the meantime, continue to note
down any changes and areas of
daily life that are proving difficult
to share at the assessment.

Often, the initial memory
assessment will be carried out by a
specialist nurse. This may be in the
person’s home, at the clinic, or viaa
video meeting.

It is helpful if a family member

or someone else who knows

the person well attends this
appointment. They can share

the symptom diary and give the
specialist a short overview of what
they believe the issues are and how
they affect the person.

The memory specialist should
take a detailed medical and family

history from the person with
symptoms of dementia. They will
then conduct a series of tests
called ‘cognitive assessment tools’.
These look at attention, memory,
verbal fluency, language and visual
and spatial abilities.

In addition, they will ask questions
about the person’s abilities to
manage everyday tasks such as
shopping, completing tasks at
work, housework, driving and self-
care, such aswashing and dressing.

Lastly, the specialist should
request a brain scan to look for
any abnormalities, if this has not
already been done.

It may take several appointments
— possibly with different specialists
—before a diagnosis of dementia

is made, and it is common for the
process to take a few months.

If the person is diagnosed with
dementia, they should be told:

« what type of dementia they have

« what symptoms they can expect,
and how they might developin
the future

- possible treatment options
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« what will happen next, eg who
they will have appointments with
and how often —itislikely that
the GP will be responsible for
ongoing care and support

« information on where to
get support

Diagnosing young
onset dementia

An estimated 70,800 peoplein the
UK live with young onset dementia
(where symptoms develop before
the age of 65), but many struggle to
get a diagnosis.

This is partly because many
healthcare professionals lack
detailed knowledge of young onset
dementia. Dementia is often seen
as a condition of old age, so GPs
may overlook the possibility of a
younger person being affected.

In addition, memory problems
—which are often one of the
earliest and most obvious signs

of dementia—tend notto beas
evidentin the early stages of young
onset dementia. More commonly,
there are changes in personality,
behaviour and language, which may
be wrongly attributed to another

health condition —such as anxiety,
depression, vitamin deficiency,
relationship issues, or menopause
inwomen.

For more information on young
onset dementia and getting a
diagnosis, please see Sources of
support on p11.

Self-funded assessments

Some people decide to self-fund
an assessment for dementia (also
known as ‘going private’), or to
request an assessment through
their private health insurance.
However, they should still see their
NHS GP as a first step. Once the GP
has completed the initial screening,
they canrefer the persontoa
private specialist or clinic in the
local area.

The assessment procedure will
follow the same pathway as the
NHS, but itis likely that it will

take less time to be given an
appointment. Any results will then
be sent to the GP. The person may
wish to continue to self-fund their
ongoing care, or the GP can refer
them back to NHS services.
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Sources of support

To speak to a specialist dementia nurse about getting a diagnosis or
any other aspect of dementia, please call our Helpline on 0800 888
6678 (Monday to Friday 9am-gpm, Saturday and Sunday 9am-5pm)
or email helpline@dementiauk.org

To book a phone orvideo call appointment with an Admiral Nurse,
please visit dementiauk.org/book-a-clinic-appointment

Dementia UK resources Tests for dementia and
What is dementia? Alzheimer’s disease
dementiauk.org/what- dementiauk.org/tests-for-
is-dementia dementia-and-alzheimers
Practical guide to getting Young onset dementia:
the best out of GP and other getting a diagnosis
health appointments dementiauk.org/
dementiauk.org/getting-a- young-onset-dementia-
diagnosis-of-dementia getting-a-diagnosis
Getting the most out of a Young onset dementia:
remote consultation menopause and perimenopause
dementiauk.org/ dementiauk.org/
remote-consultation young-onset-dementia-
The emotional impact ofa perimenopause-and-
dementia diagnosis menopause
dementiauk.org/ Other resources
emotional-impact Next Steps: what to

do while waiting for a

memory assessment

nextsteps.org.uk

The Menopause Charity
themenopausecharity.org
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The information in this leaflet is written and reviewed by dementia

specialist Admiral Nurses. We hope you find it useful. If you have
feedback, please email feedback@dementiauk.org
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We want to ensure no one has to face dementia alone —and we can
only do this because of our generous supporters. If you would like
to help, please consider making a kind gift.

To donate: call 0300 365 5500,

visit dementiauk.org/donate-to-support
or scan the QR code.

Thank you.
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Helping families face dementia

If you have questions or concerns about any aspect of
dementia, please contact our Admiral Nurses.
Helpline: 0800 888 6678 or helpline@dementiauk.org
Virtual clinics: dementiauk.org/book-a-clinic-appointment
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