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Abstract

There is considerable variation in the provision of support and services for people living with young
onset dementia in the UK. This study aimed to elicit the views of people living with young onset
dementia and their families on what they want in the community, and identify gaps in support. The
Photovoice approach was used to collect views from four groups of participants, over three sessions
of each group. A total of four people living with young onset dementia and eight carers took part.
People living with young onset dementia want to do a variety of activities, and these need to be age
appropriate and “normal” things that they would have done prior to their diagnosis. Activities need
to be flexible and fitted to the person rather than the person being fitted to the activity. A number of
facilitators and barriers were identified. Carers’ lives are now very different to what they had
planned or envisaged for the future, and they value peer support. They need support to help
understand information and navigate paperwork, systems and processes. The study provided in-
sights based on lived experience into what people living with young onset dementia and their families
want from support and services in the community.
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Background

Globally, an increasing number of people are being diagnosed with young or early onset dementia,
where symptoms start before people reach the age of 65. Estimated prevalence worldwide is 119 per
100,000 population aged 30—64 (Hendricks et al., 2021) and in the UK is 92 per 100,000 population
aged 30-64. This represents 70,800 people living with young onset dementia in the UK, a 69%
increase between 2014 and 2020 (Carter, 2022). The cause is not well understood but is thought to be
a combination of genetic, lifestyle and environmental factors (Alzheimer’s Research UK, 2025).

Younger people living with dementia experience different circumstances to older people and
dementia often has an added impact on their lives: when they are diagnosed younger people are more
likely still to be working, have significant financial commitments (e.g., mortgages), have children
under 18 at home and sometimes have dependent parents. They are usually leading more active lives
with hopes and ambitions for their life up to and beyond retirement (Dementia UK, 2024). Young
onset dementia affects people’s relationships with their partners and children, as well as their social
lives and occupational functioning (Jefferies et al., 2009).

The provision of services and support for people living with young onset dementia in the UK
varies significantly and in general people living with young onset dementia and their families/carers
are not satisfied with what exists and many do not experience high standards of support (Dementia
UK, 2024; Mayrhofer et al., 2018). Specialist services should be able to accommodate the challenges
faced by younger people living with dementia. Commissioning specialist services for this cohort
challenges current service delivery structures within health and social care across the UK (RCP,
2018). Support for the needs of this group have so far been largely distributed across a wide range of
services and budgets in neurology, old age psychiatry and mental health. A new and more integrated
approach to meeting people’s specialist needs is required, alongside the identification by com-
missioners of new service specific budgets or funding. Coordinated responses are also required from
the third sector in relation to the provision of meaningful activity, employment, peer support and
advice on legal and financial matters.

The Dementia Forward charity in North Yorkshire provides support, advice and information to
anybody affected by dementia across the county. It was seeking to develop a centre of excellence for
people living with young onset dementia and wanted to understand more about what people living
with young onset dementia want and need in the community, including gaps in existing services.
There are few existing qualitative or participatory studies on community support for people living
with young onset dementia and their families so this participatory research project aimed to un-
derstand more about the experiences of services and support for people living with young onset
dementia and their families. The research focused on support needs such as opportunities for
activities within the community after diagnosis and so excluded the diagnosis pathway and resi-
dential care provision.

Methodology

The study comprised participatory research with people living with young onset dementia and their
family members focusing on their experiences of services and support - looking at what is available,
what they use and what they would like, including gaps in what is available. The Photovoice
approach (Wang & Burris, 1994, 1997) was used to collect feedback. This is a participatory research
method where participants take photos to identify and represent themes and activities, then share
them via a facilitator-guided group discussion. The approach can provide researchers with rich
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qualitative data and a greater understanding of the subject under study (Nowell et al., 2006;
Palibroda et al., 2009; Wang, 2006).
The methodology involved three sessions in total for each group:

(1) The first session explored what support is available, what was wanted and challenges in
accessing support. Participants were then asked to take photos that represent services or
support they would like to have, challenges they face or gaps in services. They were given
tips and guidance on taking photos, including obtaining consent from any persons who
might be identifiable. All used their own phones to take photos and then emailed these to the
researcher who printed out a copy to show at the next session.

(2) In the second session, participants discussed all of the photos they had taken and what they
represented. They gave verbal permission for the researcher to use the images taken for this
study and reporting.

(3) In the third session, participants selected a final set of four to seven photos that they agreed
represented the most important messages, dictated captions for each selected photo that the
researcher wrote down (including some direct quotes from an individual rather than the
group as a whole), and suggested actions/recommendations. After the session, the photos
and captions were sent to participants to confirm they accurately reflected what they had
said. A selection of the final photos and captions are included in the Results section.

Each of the sessions were recorded and then transcribed, and the content from the three sessions
of each group was analysed thematically by two researchers (Braun & Clarke, 2006). The themes
and sub-themes emerged inductively from the data and were agreed between both researchers.

The initial plan was to run three different groups: one group of carers and two groups with people
who had been diagnosed with young onset dementia within the last 12 months. The rationale for this
was that they would still be early on their journey and would not yet be ‘entrenched’ within the
health and care system so would not be constrained purely by what services are available.

There are around 350 people living with young onset dementia within North Yorkshire that are
known to Dementia Forward, and they were screened for people with a recent diagnosis. Con-
sideration was also given to people’s psychological wellbeing and emotional stress levels at that time
to ensure that those experiencing emotional difficulties were not approached. Dementia Forward
then recruited participants from its database via phone calls, explaining the purpose of the research
and what it involved. Participant Information Sheets were given to every participant, including the
voluntary nature of participating, right to withdraw and confidentiality, and consent forms were
signed before the start of the first session. People living with dementia were not cognitively assessed
but all provided written consent and their carers indicated their belief that their loved one wanted to
take part.

There were difficulties in recruiting to the planned groups due to the geography of North
Yorkshire (and consequent lack of enough people meeting the requirements who live within a
reasonable travel distance), and also since some carers felt they did not have enough time to attend
three research sessions due to their caring and work commitments. The decision was therefore taken
to revise the composition and locations of the groups to enable more people to take part. All sessions
were held in person at a neutral venue, except for one that had to be held virtually due to illness.
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Participants

Four groups were held at different locations across North Yorkshire with 12 participants in total: four
people living with young onset dementia (two females and two males) and eight carers (seven
females and one male). Some sessions were held as separate groups of people living with dementia
and carers while others were run with everyone together at the request of the participants.

Group 1: Two couples (one husband and one wife living with dementia). Three had retired before
the diagnosis and one was about to leave their job after time signed off sick due to dementia.

Group 2: Four female carers (three with a husband/partner and one with a mother living with
dementia). Two carers had stopped working before the diagnosis, and two were still working.

Group 3: Two siblings, where the carer worked full time while the person living with dementia no
longer worked and lived alone.

Group 4: One couple (husband living with dementia) who had both retired early before the
diagnosis.

Throughout this article, those providing care and support to the person with young onset de-
mentia (i.e., spouse, partner, sibling or child) will be referred to as carers.

Ethics

The study was approved by York St John University’s School of Science, Technology and Health
Ethics Committee. Informed consent was obtained in writing from all participants before the start of
the first session.

Findings
Current Activities

The majority of couples seemed to do many activities together, contrasting with the two people not
living with their carers who only did a small number of activities together at weekends when their
carers were not working. Not all people living with young onset dementia attended groups or
activities.

Three people attended a young onset group, which the carers felt they enjoyed going to as the
activities were age appropriate and they felt part of a group of peers. One, who had become in-
creasingly socially isolated, now attended a group as a ‘helper’ as they would not have gone as an
attendee. One person was taken out by someone from the Memory Clinic for a few hours each week
as they would not be able to attend groups.

Two people attended sessions run by the charity Golf in Society where they were supported to
play areal round of golf in the company of others so there was an added element of social interaction.
This was described as a “‘fantastic” activity and an example of a positive activity that is delivered
“exactly right”.

“We don’t give up anything. We just play this and we have fun and a laugh and it’s well done with ease.”
(Person living with young onset dementia, Group 4)
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The same two people also attended a keep fit gym session for people living with young onset
dementia and one had just started doing walking football with a group of mixed ages and conditions,
which both the person and carer felt was a similar positive experience to that provided by Golf in
Society.

Potential Activities

Three people living with young onset dementia were initially unsure about what they might like to
do but all said they would like to do more activities. Activities that would interest them included
things such as a walking club, anything sport-related, chess, quizzes, music/singing, dancing,
animal-related activities and going on outings or visiting historical sites.

Activities suggested by carers were very similar to this but also included going to the pub
or out for a meal. One felt that group outings are great for their loved one to allow them to
socialise and get out of the house. A similar experience to Golf in Society based on cricket or
other sports would be of interest, or other options for staying physically fit. Carers felt that
people living with young onset dementia would not wish to attend activities with only much
older people.

All carers wanted activities that are age appropriate and “normal” things that their loved one
would have done prior to the diagnosis. However, several felt that younger people living with
dementia are treated like children, with activities “dumbed down” for them. Activities should be
relevant to the stage that their loved ones are at and be things that they would choose to do, but carers
felt that there was little available for younger people (Figure 1).

Age appropriate!

Not being treated like children
Activities offered need to be age
appropriate and relevant to each
person’s ability, something that
challenges and stimulates them

“It's an insult to dumb

down activities”

In an ideal world everyone is so
different: dementia has different
stages and presentations

Figure |. Having Age Appropriate Activities
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“I really don’t want to sound ungrateful and I’'m not criticising, I’'m just pointing out that young people,
especially in their early sixties, if they didn’t have dementia, what would they be doing? And the likelihood
is most of them, especially men, would not be sitting down and doing a jigsaw or doing a painting.” (Carer,
Group 2)

Carers highlighted differences between individuals living with young onset dementia as an issue
that needs to be addressed by those delivering group services - activities cannot be a “one size fits
all” offer but instead need to be flexible and fitted to the person, rather than the person being fitted to
the activity. A sporting activity would not be of interest to everyone but equally some participants
living with young onset dementia would not want to do painting, crafts or music as they have no
interest in this kind of activity.

Facilitators for Activities

A number of facilitators were highlighted, including the ability to find information about potential
activities easily.

“If there was someone in an office, or like a support that could take on [name]‘s needs and liaise with us and
say, ‘Right, can we organize this for you?” That would be amazing. Because my problem is time, and I feel
awful about it.” (Carer, Group 3)

People living with dementia would welcome having somebody at the activity to introduce people
to each other — a ‘meet and greeter’ - or a befriender. They suggested it would be helpful to have
activities that involve socialising and interacting with others, organised outings to venues of interest,
having someone organise a group to play golf with and having a supporter to accompany someone to
a new activity or club.

Younger people living with dementia would prefer sessions with activities (e.g., play golf, chess
or cards, go walking, or do art/paint) rather than those where people would just sit and chat. Carers
felt it is important to offer activities that will facilitate the maintenance of existing skills and
obtaining of new skills, including social and communication skills and mental stimulation. Offering
someone living with young onset dementia an opportunity to be helpful and to have a purpose was
important to one carer.

Carers felt that having a trusted buddy/befriender would be helpful, to get the person living with
dementia to and from any group activity safely and accompany them during activities/outings.
People diagnosed with young onset dementia who live alone (in contrast to those who are part of a
couple) require much more support, including someone to take them out and accompany them to
activities.

“The ideal thing that would really help is like a buddy for [name]. Somebody that would go and see her, and
maybe go for a walk with her. Go out for a cup of tea... She spends too much time at home on her own. I don,t
have the time to give her, but somebody would relieve a lot of that.” (Carer, Group 3)

Carers thought it would also be helpful to have dual activities available in the same place at the
same time, where the carer can do one thing and the person living with dementia another.

All participants saw providing transport as key for people living with dementia who were no
longer able to drive and whose carer/family were not able to drive them to activities and/or whose
dementia symptoms made them too vulnerable to use public transport alone (Figure 2).
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Transport is essential

Lack of transport signifies isolation
and no ability to still engage with the
world

Having transport means support and
socialising with people in the same
position in their own peer group
Transport needs to be provided
alongside any services

Figure 2. Transport is Essential

Barriers to Activities

Carers identified a range of barriers, including a lack of opportunities and activities in certain areas of
the county.

Other barriers are formed where someone would not naturally attend an activity on their own,
being shy and not forthcoming in social situations. One carer felt their loved one would no longer
take the initiative, having to be prompted to do things. Another suggested that while women are
usually happy to meet in a group to talk, some men would not naturally seek out support, particularly
peer support.

Not being able to access public transport, not having public transport available or not having
access to some form of volunteer driving service or transport are barriers reported by all groups. One
carer highlighted the inability of those living with dementia to safely get to and from activities as a
significant barrier since they and other family members are not always able to make time to
take them.

Financial pressures can be a significant barrier, including: activities costing money when families
are struggling to pay everyday bills; having to retire early but being too young for a state pension;
one care home that accept younger people living with dementia for respite costing nearly £2,000 per
week (but the local authority would only finance £1,200 per week); and concerns around what would
happen financially to a jointly owned home when the loved one has to go into a care home.

Another barrier for carers who are still working and have a family of their own to look after is the
scarcity of their time, meaning they have limited time to spend with their loved one or take them to
activities.

Age restrictions for accessing services were brought up by the carers’ group. Examples of this are
a counselling service via the Memory Clinic that is available for those over 60 but not for younger
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people and difficulty in finding respite care as most care homes only take people living with
dementia who are over 60 or 65.

“It’s like saying, oh yeah, we’ll look after people with broken legs so long as they’re aged between 30 and 40.
Anybody below 30, you just have to hobble for the rest of your life. And anybody above 40 from now on,
you’re on your own, crutches for the rest of your life.” (Carer, Group 2)

Support for Carers

One carer highlighted how lonely they feel as their partner is getting increasingly distant — ef-
fectively walking away from their life together. Others in the same group also felt that the distance
between them and their loved ones is increasing as the dementia advances. Carers acknowledged that
their lives are now very different to what they had planned or envisaged for the future, which
sometimes resulted in feelings of anxiety or depression. One highlighted that looking after carers
allows the carers to look after the person living with dementia (Figure 3).

One carer was unsure what support might be wanted as it was soon after the dementia diagnosis
and acknowledgement of it: “I don't know what we need until we need it”.

Carers felt they need more than a book to read, but someone to support them personally, listen to
them, understand their circumstances and help them with what they are going through. Several
would like to have a ‘buddy’, either a professional or a peer who has gone through a similar
experience, to help them navigate through all of the steps that need completing. Services need to link
together better, both in general and so that someone is not left without support suddenly after a
change in circumstances (Figure 4).

Carers feel lonely and sad

“I'm walking away and
losing my loved one”

This is the distance between the
person | knew and the relationship |
had, they're getting further away
It's about what we need to allow

us to care, if we can look after
ourselves

People don't appreciate the work |
do to enable my loved one to have a
good life

Figure 3. Carers Feel Lonely and Sad
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Having a buddy

We need personal support as well as
professional support

It would be good if we could have a
buddy

Someone to talk to that knows what
we're going through

Figure 4. Having a Buddy for Carers

Many carers wanted training on what to expect and how to deal with situations arising, including
coping strategies and seeing things from their loved one’s perspective. This would be best done face
to face and should be applicable to their loved one’s current stage rather than trying to include
everything about future stages they had not yet encountered: a suggestion was to have an initial
training and then regular ‘refreshers’.

“Basically, I was like, how do I cope? What do I need to know? How do I do it? Oh my God, what do I do?”
(Carer, Group 1)

One carer (a cancer survivor) mentioned a helpful restricted Facebook page for cancer patients
and survivors in the local area, whose members can ask questions for other members to respond to
based on their own experiences.

Several carers would appreciate the possibility of being able to organise someone to spend time
with their loved one on an ad hoc basis, for respite or to allow them to attend a specific event.

Peer Support

Many carers felt it would be useful to talk to somebody who has already been through the process.
This would be for social interaction and moral support as well as being able to discuss issues and
sharing information, experiences, and practical hints and tips.

“I think the two hours that we have together with fellow carers is as important... and we would all say
probably we’ve learned more from each other than we have learned from any book, any literature or any
leaflets.” (Carer, Group 2)
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Carers in one group were unsure about whether they would prefer a carers’ group for anyone
whose loved one has dementia, purely for carers of people living with dementia, or for carers of
people with other similar conditions to dementia. However, one carer, whose loved one had
frontotemporal dementia, would appreciate a group of peers to talk to about this specific type of
dementia as it differs vastly from other types. A monthly support group might be about right, but
even one every three months would help. It should be as local as possible, no more than 30—45 min
travelling distance and in-person to provide social interaction. It would potentially be better if the
carer were able to bring their loved one along to do an activity close by.

“Actually it’s not being too prescriptive, because what works for one person, it’s not being really prescriptive
or really narrow, it is having a broad range...

“Being able to relate to other carers in general.” (Carers, Group 1)

Information

Four carers felt that being given information and support, or a copy of the blue book,' before the
diagnosis would have been helpful, especially with the very long wait times of a year or more before
diagnosis.

Most carers were given the blue book after diagnosis, but it was difficult to take everything in all
at once and it was “overwhelming” for one carer. One referred to a “brick wall” to represent the
difficulties encountered in finding information and support, in contrast to the help and support they
got after being diagnosed with cancer. One carer was not given any information at all by the Memory
Clinic. The Memory Clinics did not seem to have provided several participants in different groups
with the details about how to contact Dementia Forward.

Some carers would have preferred to receive just the information they needed at that time, for the
stage at which their loved one was, that is specific to young onset dementia and the type of dementia,
and also to be signposted to what is available in their area. They felt it would be helpful to have a
flowchart or checklist of steps they need to take - such as getting a power of attorney in place, putting
bank accounts into joint names, benefits they could claim etc. - the order in which to do them and
how, or who to contact.

“You’ve got to basically hunt for everything, haven’t you? I don’t want to push everything onto someone
else, but if they said like, ‘[name]’s been diagnosed with dementia. You are going to need to do this, this and
this...”” (Carer, Group 3)

It would also be helpful to have someone able to guide carers through the support available and
advise those newly diagnosed about the paperwork to complete and practical things that they could
do.

“Rather than being passed from pillar to post and basically signposted a lot when you may be overwhelmed
with the amount of information that you’ve been given. If there was somebody... that has a knowledge about
the next steps that you need to be doing.” (Carer, Group 2)

One carer had had a “steep learning curve” to find out what they could have help with. Another
suggested having a ‘one-stop shop’ to support both the carer and their loved one with relevant,
tailored and expert support. Another did initially have someone to support them with financial
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assessments etc. but they were only available to them for 12 weeks after which their support stopped.
One carer did not want to be signposted from one organisation to another, but to be supported by
someone who could find out the answers and come back to them (Figure 5).

Paperwork

All of the carers expressed frustration about the paperwork involved, with many feeling that ev-
erything needed to be fought for, and that it all took up large amounts of their time. A number had
struggled with the paperwork required to claim benefits, reductions in council tax or a blue badge.
The processes themselves were very difficult and time-consuming. One carer felt that some people -
with less confidence or strength than themselves - would give up if they had an application rejected
and not consider challenging the decision.

Several carers felt that there should be greater joining up of processes and systems, rather than
them having to provide details on a multitude of forms from various public sector organisations, to
make it easier and simpler for people to apply for a range of benefits. One queried why the diagnosis
letter was not accepted as sufficient proof by public sector organisations who all want further details.

“If you’ve got a letter from a consultant saying he has Alzheimer’s, why do we have to fill in another form
and then download it, take it to the GP, get the GP sign it?” (Carer, Group 2)
“What part of Alzheimer’s don’t DWP understand? Which is a... degenerative condition that severely

impedes people’s ability to do things like that.” (Carer, Group 1)

Two carers (in different groups) suggested that one ID number should join many different systems
and applications up, similar to the ‘Tell us Once’ system when someone dies.

We want a one stop shop from professionals

Not being passed from pillar to post or

signposted elsewhere!

We need someone with the
appropriate knowledge about next
steps, rather than us having to
navigate the system alone
Relevant, tailored, expert support for
all types of young onset dementia
We need a professional, a buddy
and a checklist that's relevant to
the diagnosis, not having to plough
through lots of paper

Figure 5. One-Stop Shop From Professionals
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Post-Diagnosis Healthcare

One carer described a very negative experience of the diagnosis for their loved one both while being
assessed at the Memory Clinic and being given the diagnosis over the phone by the neurologist. This
was followed by no support at all from the Memory Clinic.

All carers complained they had little to no follow up from the Memory Service or other medical
professionals after diagnosis. Several were effectively told to go away and come back when they
could no longer cope. Two had had a bad experience of post-diagnosis care around getting their
loved one’s medication and several described it as a “fight” to ensure their loved ones were on the
right medication.

“I think the first time I went we’re still discussing, wow, they spent ages with us. I thought it was, this is what
the support’s going to be like. This is great. The second time we went, it was to say, ‘Oh, well, this is your
diagnosis, from now on you’re on your own’... I walked out thinking, what is that? This is what you’ve got.
Here’s lots of paperwork, you can read about it. Bye.” (Carer, Group 2)

Carers would appreciate being automatically offered a check-up and medication review after 6—
12 months, and then an annual review. Two carers were critical that they had heard nothing from
their GP in over a year since their loved one’s care was transferred to the GP from the Memory
Service, not even for a medication review. Another carer, whose loved one had had an annual check-
up by someone from the GP surgery, felt that an annual check was not enough to maintain their loved
one’s physical health. Another carer said that it was down to them to recognise if their loved one had
a health issue not relating to dementia and then request an appointment (Figure 6).

Doctor’s Surgery

Ask for an appointment, don't just
expect it to happen — don'’t leave it to
chance!

It can take a long time to get
anywhere

Everything seems to stop when you
get handed over to the GP from the
Memory Service — we need to be held
and supported from one service to
another

&
[
=
-
13
=
=
)
-
=
=
=

Figure 6. Support From the GP
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In contrast, one couple had a “fantastic ” and responsive GP, providing longer appointments for a
check in and conversation. Initially they saw him weekly, then fortnightly and then longer, with an
open-ended offer of going back if things change.

One carer suggested dementia awareness training for GP surgery staff and having a designated
person to provide support for people living with dementia and their carers that would be similar to an
asthma clinic.

“So that they have a designated person or persons that know what they’re doing specifically with people with
people’s Alzheimer’s etc. And they can give you that support then to you come in say, ‘my wife’s got
Alzheimer’s’ so you need to see so and so.” (Carer, Group 1)

Discussion

Prior research has identified that activities for people living with young onset dementia need to be:
age appropriate (Fox et al., 2020; Mayrhofer et al., 2020; Roach et al., 2012; Stamou et al., 2022,
2023); meaningful with opportunities for social participation (Bannon et al., 2022; Fox et al., 2020;
Roach & Drummond, 2014; Stamou et al., 2022); flexible and person-centred, tailored to specific
and changing needs (Bannon et al., 2022; Beattie et al., 2002; Fox et al., 2020; Novek & Menec,
2023; Stamou et al., 2023); inclusive, easily accessible and allowing them to participate in everyday
social and leisure activities (Bannon et al., 2022; Mayrhofer et al., 2018; Stamou et al., 2023).

This study had similar findings and providers must consider how activities can be provided that
are age appropriate, relevant to individuals’ specific interests and flexible enough for all types and
stages of young onset dementia. In general, service design needs to be more person centred and more
innovative: the good example of Golf in Society could potentially be replicated for other sports/
activities. These activities should have somebody to “meet and greet” participants and a transport
option needs to be offered alongside any service provided. It may be possible to tap into the existing
provision of ‘befrienders’ (such as Personal Assistants for people with learning disabilities) to
accompany people living with young onset dementia to places/activities they want to do. Younger
people generally want to carry on doing their ‘usual’ activities and more physical activities than
older people might be able to do, without the need to rely on carers who are still working. This would
be especially helpful for those who live alone. The creation of a directory of the activities available in
each area, together with staff support if required, would enable people living with young onset
dementia and their families to find out about activities they may be interested in.

Existing literature highlights the importance of enabling people to maintain their physical and
mental health (Fox et al., 2020; Roach et al., 2012; Stamou et al., 2022). However, for most
participants in this study there was little to no follow up from the any healthcare professionals after
the diagnosis. An area for development is that of healthcare support and GPs should formally
acknowledge that they’ve taken over care of the person, with a handover from one service to the
other. Regular/annual check-ups and reviews of medication should be offered. All GP surgeries
should become dementia aware and have a designated member of staff for dementia and/or a
dementia clinic. Awareness and empathy within health services should be improved, as should the
artificial inequality and barrier of services only being available to those who are over 65 (e.g., care
homes, counselling). Additionally, carers highlighted that looking after them as carers allows them
to look after the person living with dementia.

Evidence shows that information and advice should be specific to young onset dementia (Fox
et al., 2020; Mayrhofer et al., 2018; Novek & Menec, 2023; Stamou et al., 2022). Participants in this
study echoed this view and identified a range of information needs that are not currently being met,
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such as information: in the time leading up to the diagnosis; that is specific to young onset dementia
(rather than dementia generally) and tailored to the type of dementia; with a checklist about what to
expect or do at each stage with resources available for each step; and on legal and financial rights and
processes. Carers require training on coping strategies, seeing things from their loved one’s per-
spective, and education on how to stop/block scammers.

Information should be provided in different ways, including options for a personal contact to
check in with people and ask how they are doing, 1:1 chats (for example talking informally about the
next steps to take but followed up by information sent via email), or an advocate/ supporter. The
development of a ‘Say It Once’ style website would be welcomed so carers do not need to provide
the same information to every different organisation when applying for benefits, blue badges for
disabled people etc. Services should consider developing information for other family members on
what is happening and how to support and interact with the person living with dementia.

Carers also feel unsure of what is available (Mayrhofer et al., 2018; Millenaar et al., 2016, 2018;
Novek & Menec, 2023; Stamou et al., 2022) and have difficulty in knowing how to access support,
so want someone to support them and co-ordinate access to services and benefits (Bakker et al.,
2022; Cations et al., 2017; Mayrhofer et al., 2020). Carers participating in this study wanted more
than a book to read, but someone (e.g., a “buddy” who is either a professional or a peer) to support
them personally, listen to them, understand their circumstances and help them with what they are
going through. A ‘one-stop shop’ to support both the carer and their loved one with relevant, tailored
and expert support would be helpful.

Health services (memory clinics, neurologists and GPs) should ensure that all carers and people
living with young onset dementia, even before they have a diagnosis, are given contact details for
advice and support. This did not seem to be happening automatically for participants in this study
and all entry points to this advice and support pathway need to be facilitated. This includes ensuring
support is provided for those who would not ask for help. There should be continuous access to
support, with follow up after diagnosis, so that carers do not get to a crisis before they get extra
support. The provision of respite on an ad hoc basis, as well as a regular service, and of care homes
for younger people living with young onset dementia needs to be developed.

Peer support needs to form part of the support available to carers (Mayrhofer et al., 2020; Novek
& Menec, 2023) and the carers participating in this study clearly valued it for social interaction and
moral support as well as being able to discuss issues and share information, experiences, hints and
tips. Face-to-face carer support groups should be provided in every area (not every area currently has
them), with the option of activities for loved ones. There should be some form of support group or
way to connect specifically for carers of people with frontotemporal dementia or other types that may
have very specific presentations. A buddy system of peers could be introduced, including a restricted
access Facebook page for peer support and responses to questions.

Many of the actions suggested by participants and the themes from this participatory study echo
the desk review findings, and it would be helpful to investigate further why these themes are still
arising and why families do not perceive them to have been tackled. We believe that part of the
reason for this is due to current and historic commissioning practices. Commissioners do not seem to
identify younger people living with dementia as a separate service group and commissioning
strategies may still be failing to grasp the distinctive service provision needs of younger people. The
purpose of integrated commissioning is to confront the “siloed” service delivery across the various
specialisms that younger people living with dementia intersect with, but this would require the
setting up of a new specialism that would have cost implications. Integrated commissioning across
health and social care still needs to pool resources and services in a coordinated manner across
neurology, mental health and old age psychiatry.
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There is a historic pattern of failing to provide sufficient and appropriate services for younger
people living with dementia. Health and social care services, in the current climate of reducing
finances and need for cost savings, seem to be reluctant to tackle these historical deficiencies in
funding and to flexibly fund the greater costs for younger people compared to services for older
people living with dementia.

Limitations

The study involved just 12 participants, of whom only four were people living with young onset
dementia, so it cannot represent the views of all people living with young onset dementia and their
families. In particular, all participants were White, reflecting the ethnic composition of North
Yorkshire (where 96.7% of the population are White). This homogeneity may limit the transfer-
ability of findings to more diverse populations where cultural attitudes towards dementia and care
may differ. Sexual orientation and gender identity data were not collected, limiting understanding of
diverse experiences. There appeared to be a range of income levels within the participants, but this
data was not specifically solicited. While the researchers spent time encouraging those living with
dementia to express their views, they had more limited perspectives and had less to contribute than
the carers. Future research might better centre their experiences, for example through adapted
methods or proxy reporting.

Future Research

Drawing on the limitations of this study, future research could helpfully explore the views of
younger people from communities with different ethnicities, cultures, sexual orientations and gender
identities. Dementia Forward is using the findings from this research to develop and improve its
services for people living with young onset dementia across the county, and it would be helpful to
test the service models being adopted.

Conclusions

This study provides insights based on lived experience into what people living with young onset
dementia and their carers want from support and services in the community. The findings highlight
their desire for more activities that are age appropriate, what people living with young onset de-
mentia would have done prior to their diagnosis, and flexible so that they fit around an individual
rather than the individual fitting into the activity on offer. Support is required to understand what
activities are available, to introduce people living with dementia to them and enable them to attend
(especially for those who live alone). Carers value peer support, for social interaction and moral
support as well as being able to discuss issues and share information, experiences, hints and tips.
They also need someone - a professional or a peer - to support them and help them navigate the steps,
systems and processes.
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