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20% of people with dementias have a rare form
Of the people
with a rare form
of dementia:
Source: Young Dementia UK;
Alzheimer Europe

1%

5-10%
develop
symptoms under
the age of 65

have an inherited form with
a 50% chance of passing it
on to their children

Everybody with a rare dementia has exceptional needs
Their experiences do not reflect society’s understanding of dementia. Their
symptoms may affect skills such as speaking, reading, or empathising with others.
Other challenges include:
Misdiagnosis. The symptoms of dementia in young people are often attributed to
other factors (such as depression). The actual need is likely to be far greater than
current estimates suggest.
Fragmented and inadequate support that fails to address all that a diagnosis of a
rare dementia means. For example, the needs of working age people with
dementia are very different from those of retired people living with dementia.
Feelings of isolation and sense of loneliness are more extreme because there is so
little understanding and support.
Different, profound and wide-reaching impact for example, on children living with a
parent with dementia, or on family members at risk of inheriting the same condition
as the person they are caring for.

Some of the rare forms of
dementia
Familial Alzheimer’s Disease
(FAD): an inherited form of
typical Alzheimer’s Disease,
caused by a faulty gene –
affecting people as young as 30
Frontotemporal Dementia (FTD):
a group of dementias
predominantly affecting
behaviour and personality.

Familial Frontotemporal
Dementia (fFTD): an inherited
form of FTD, caused by a faulty
gene.
Posterior Cortical Atrophy (PCA):
a progressive condition
predominantly affecting visual
and spatial perception.
Primary Progressive Aphasia
(PPA): a group of dementias
predominantly affecting
language skills such as
comprehension.
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What is it like to have a rare dementia?
“Most people when they
think of dementia think of
Alzheimer’s disease and
someone in their late 70s,
80s, and that’s not the case
at all.”

“When my father had his
diagnosis, we didn’t know
where to turn. It’s only by
speaking to other carers that
you learn practical ways to
cope and share with people
who understood.”

“FTD behaviour is so
unexpected, it is difficult to
actually translate or explain in
words to other people, even to
medical professionals, what is
really happening with our
loved ones”

“My father was clearly
depressed and exhausted,
but it never occurred to him
that it was because he was a
full-time carer.”

“An ordinary eye test said
my eyes were fine, but I
couldn’t see. We didn’t think
that not being able to see
was anything to do with
dementia”

“My mother remembers who I
am and what she had for
breakfast, but she tries to put
her socks on over her shoes.”

“I can remember the code
for my debit card, but I
couldn’t use the machine to
put the PIN in the right order”

“I have read extensively all
my life and now I can barely
read at all”

“We struggle, as carers, to
give a true picture of what
life is like”
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Rare Dementia Support (RDS)
www.raredementiasupport.org

RDS started as:
The Dementia Research Centre
(DRC) at UCL has unique expertise
in working with and supporting
people living with a rare
dementia.

The DRC established ‘Rare
Dementia Support’ (RDS) in 1994
as a nurse-led service supporting
patients and carers, and linked to
the clinical practice at the DRC.
Image credit: Farnetti/Wellcome

•
•
•

Meetings for people living with one rare dementia diagnosis
Talks from the team at the DRC
Telephone support from a specialist nurse.

Over 24 years RDS has developed to support people living with any of five
rare dementias and their carers and families. RDS also runs groups
dedicated to carers. A group for another disease area is being trialled.
RDS has grown in scale (from one support group to six), size (3000 members
since inception) and reach (members are from around the UK, and
international). RDS has also inspired and informed research at the DRC.

RDS today:
•
•

has over 1000 active members and a website with international reach

•
•
•

is delivered largely by volunteers who understand the impact it has

is managed by a team at the DRC at Queen Square who are passionate
about the difference it makes
is funded by donations raised by the National Brain Appeal
benefits from significant pro-bono support, from Wellcome and from
Selfridges
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RDS
membership
underrepresented
in Wales

Our challenge:
to raise
awareness of
the research
and work
towards
establishing a
regional RDS
group

http://dsdc.bangor.ac.uk/supporting-people.php.en
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What are some of the challenges for us when thinking about how
we can support those affected by dementia, especially when living
in a predominantly rural country such as Wales?

There is an absence of
contemporary research and
knowledge about the
impact and experience of
dementia in rural Wales,
despite a higher proportion
of the population with a
dementia residing in rural
areas.
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Transport issues and the
impact of losing a driving
licence
Information and support
only offered at diagnosis
and not tailored for
individuals
Personal support networks
are critical and service
providers should support
these
Dementia awareness is
lacking in rural Wales
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A systematic review of international research: The
experiences of people living with dementia on the
challenges and opportunities of living in a rural or
remote environment
Roberts, J., Windle, G., Sullivan, M.P., Stott, J., Camic, P., Crutch, S.
•

•

•

•

‘Connection’
Sense of ‘togetherness’ amongst family caregivers (through
online and other support groups)

Strong sense of community in some places – safety and
protection
A sense of purpose through opportunities for active
contribution – “keeping busy”
Technology/internet for accessing information and support
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Top tips for being resilient whilst living with
dementia

http://dsdc.bangor.ac.uk/dementia-friendly.php.en
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Questions?
Diolch yn fawr/Thank you
g.windle@bangor.ac.uk
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Cwestiynau!

Questions!

•

Beth rydym yn ei wybod am
bobl sy'n byw gyda
dementia prin yn ein hardal?

•

What do we know about
people living with a rare
dementia in our area?

•

Sut allwn ni estyn allan a
chynnig cefnogaeth?

•

How can we reach out and
offer support?

•

Pa fath o gefnogaeth ddylai
fod ar gael yn eich barn chi?

•

What type of support do you
think should be available?

•

Unrhyw sylwadau neu
awgrymiadau eraill?

•

Any other thoughts,
suggestions?
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