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Abstract

Background Current and former dementia policies in the United Kingdom (UK) recommend diagnosing dementia
early, or as close to the onset of symptoms as possible. Informal caregivers play an important role in initiating the
diagnostic process and providing support to people living with dementia. Therefore, this study aimed to explore
caregiver perceptions of the benefits of an early diagnosis.

Methods We conducted semi-structured interviews with 12 current and former informal caregivers to people with
dementia in the UK in 2020. We analysed the interviews using thematic analysis.

Results Benefits of an early diagnosis included: (1) protecting the person with dementia from financial or physical
harm, (2) timely decision-making, and (3) access to services and treatments following a diagnosis. We identified
three conditions necessary for the benefits of an early diagnosis to be felt: (1) adequate prognostic information, (2)
someone to advocate on behalf of the person with dementia, and (3) a willingness to seek and accept the diagnosis.

Conclusions In this study, we identified how diagnosing dementia close to the onset of symptoms could be
beneficial and the conditions necessary for these benefits to be felt. The findings highlight the importance of an

early diagnosis for enabling people with dementia and caregivers to make practical arrangements and to access
services. Further research is needed to build on the findings of this study by exploring the perspectives of people with
dementia and by including a larger, more diverse sample of caregivers.
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Introduction

It is estimated that there are 944,000 people with demen-
tia in the United Kingdom (UK) [1] however, only two-
thirds have received a formal diagnosis [2]. Previous and
current dementia policies in the UK recommend not only
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the early stages of memory loss. Patients experiencing
cognitive impairment that does not significantly impact
their daily functioning may be diagnosed with mild cog-
nitive impairment (MCI) [6]. MCl is a significant predic-
tor of future dementia, with approximately 7% of people
with MCI developing dementia annually [7, 8]. However,
MCI is a heterogeneous clinical concept, with many
underlying etiologies, and not all people with MCI have
or will have dementia [9]. Despite these concerns, MCI
could be a potentially helpful diagnosis for identifying
those at greatest risk of developing dementia and inter-
vening early [10]. It is hoped that by diagnosing demen-
tia early in the disease trajectory, people with dementia
and their caregivers will be able to engage with services
and treatments to live well for longer. However, there is
very little primary evidence exploring the relationship
between an early diagnosis and subsequent outcomes or
experiences.

Two systematic reviews have attempted to system-
atically synthesize the evidence supporting the pro-
posed benefits of an early diagnosis [11, 12]. The World
Alzheimer’s Report in 2011 reviewed studies assessing
the relationship between the stage of the disease at the
time of diagnosis and subsequent outcomes including the
rate of cognitive or functional decline, mortality rates,
the timing of care or nursing home admission, quality of
life and wellbeing for the person with dementia and care-
giver, caregiver burden, and healthcare utilisation and
associated costs. They identified three studies, all with
moderate risk of bias. One study found a diagnosis close
to the onset of symptoms was associated with a reduced
risk of mortality. Two studies examined the relationship
between the severity of symptoms at the time of diagno-
sis and rates of cognitive decline, neither of which found
significant effects [12]. Furthermore, when the authors
reviewed statements in published papers proposing the
benefits of early diagnosis, they found the assertions to be
lacking in empirical support, stating: “Many were unref-
erenced, and where references were provided these were
generally to other papers making similar, non-evidence-
based assertions. These statements should therefore be
considered, at best, to represent expert opinion” [12]. A
later review conducted in 2016, similarly concluded that
there is a paucity of research focused on benefits to peo-
ple living with dementia or caregivers, and many of the
proposed benefits are based on modelling studies rather
than patient data [11].

Many people with dementia are supported by infor-
mal caregivers. It has been estimated that 75% of people
with dementia are supported by informal caregivers [13].
Caregivers play an important role in initiating the diag-
nostic process and organising the care for the person
with dementia. Caregivers for people with dementia are
at risk of high levels of burden and have been described
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as “invisible second patients” [14]. In addition to benefit-
ing people with dementia, there is a hope that diagnosing
dementia early would also lead to positive outcomes for
caregivers. A survey of dementia caregivers from 5 Euro-
pean countries found that 47% of participants would have
preferred to receive the diagnosis earlier [15]. A demen-
tia diagnosis can confirm caregivers’ suspicions or lead
to feelings of relief [16]. Additionally, an early diagnosis
could enable caregivers to adapt to their new role as a
caregiver and prepare for the future [16]. For example, a
study of US caregivers found early use of home and day
care services was associated with delayed institutionalisa-
tion [17]. Furthermore, early adaptation to the caregiver
role may reduce the risk of later negative psychological
outcomes [18]. On the other hand, there is a concern
that an early diagnosis may label relatives of people with
dementia as caregivers prematurely [19]. In this study, we
conducted a qualitative analysis of semi-structured inter-
views to explore caregiver perspectives on the benefits
of an early diagnosis (or a diagnosis close to the onset
of symptoms). We were specifically interested in under-
standing what benefits caregivers perceived to be associ-
ated with an early diagnosis and which conditions were
necessary for an early diagnosis to be beneficial. These
findings could be used to inform future initiatives to
increase early diagnosis rates and improve outcomes for
caregivers and people with dementia.

Methods

We conducted a reflexive thematic analysis of semi-struc-
tured interviews. Ethical approval was granted by the
National Health Service (NHS) Health Research Author-
ity and Health and Care Research Wales Research Ethics
Committee (Reference number: 19/WA/0210). This study
was part of a larger mixed-methods PhD project examin-
ing the benefits of an early diagnosis.

Participants

Participants were included if they were a current or for-
mer informal caregiver for a person with dementia or
MCI, over the age of 18, and able to consent to partici-
pate in the interview. In this study, an informal caregiver
was defined as someone providing care to a person with
dementia with whom they typically have a personal rela-
tionship, and don’t receive payment. An informal care-
giver could be a family member, friend, or neighbour.
Paid or formal caregivers, persons under the age of 18, or
persons who were not able to give informed consent were
not included.

Recruitment

Participants were identified through two recruitment
channels, Join Dementia Research (JDR) and sup-
port groups in South London, UK. JDR is an online
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self-registration service that enables volunteers with
memory problems or dementia, carers of those with
memory problems or dementia, and healthy volun-
teers, to register their interest in taking part in research
(https://www.joindementiaresearch.nihr.ac.uk/). When
recruiting through local support groups, staff at the
group made the initial contact with the participant, to
determine if they were interested in taking part in this
study. When the participant expressed an interest, their
contact details were passed on to the researcher. The
researcher then reached out to the potential participant
via telephone or email, depending on the preference of
the participant, to explain the purpose of the study and
if the participant was interested in taking part, arrange a
time and date to complete the interview. Once the inter-
view was scheduled, the researcher sent the participant
a copy of the consent form to read before the interview.
The onset of the COVID-19 pandemic during data col-
lection limited our available recruitment sources and our
ability to interview a larger sample of participants.

Sampling strategy

We used purposively sampled participants based on the
time since diagnosis to explore a diversity of perspec-
tives. Participants were not limited to those who have
been newly diagnosed as we wanted to explore the long-
term and short-term benefits of an early diagnosis. For
this study, an early diagnosis was defined as a diagnosis
close to the onset of symptoms (as reported by the par-
ticipant) or a diagnosis of MCI. We included participants
caring for people with dementia with or without an early
diagnosis.

Participants held characteristics that were highly spe-
cific to the study and provided rich and relevant data. For
example, three participants were caring for two or more
relatives with dementia concurrently and were able to
reflect on how an early diagnosis may or may not be ben-
eficial in different contexts. Data collection and analysis
were completed in parallel with recruitment continuing
until the sample held sufficient information power [20]
and the analysis was considered to have achieved concep-
tual depth.

Data collection procedures

All interviews were conducted by the first author, a
female Ph.D. student who had previously worked as an
assistant psychologist providing support to caregiv-
ers and was experienced in conducting interviews in
research settings. The interviewer did not have a rela-
tionship with the participants before commencing
the research. The interviews lasted for 45 min on aver-
age (range=25-75 min) and were conducted between
January and December 2020. The COVID-19 pandemic
affected the data collection procedures for this study.
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Before the pandemic, participants had the option of an
in-person interview either in their own home or at King’s
College London. One interview was conducted face-to-
face, in the participant’s home, before the start of the
pandemic. During the pandemic, all interviews were
conducted virtually using Microsoft Teams or over the
phone, depending on the preference of the participant.

At the start of the interview, the researcher introduced
herself, described the aims of her thesis, and explained
the purpose of the study. She then asked for permission
to start the recording to complete the consent form with
the participant over the phone. Once the consent form
had been completed, the researcher asked for permis-
sion to continue to the interview. The semi-structured
interviews followed a topic guide (see supplementary file
1) and started with questions about how and when they
started to notice the person with dementia’s memory
problems. This was followed by questions about their
experiences and the timeliness of the diagnosis and sub-
sequent post-diagnostic support. The topic guide was
initially developed in consultation with the South Lon-
don and Maudsley NHS MALADY public and patient
involvement group and was revised iteratively to follow
the concerns of the participants.

Data analysis

The audio recordings of the interviews were transcribed
verbatim. Five recordings were transcribed by the first
author and 9 were transcribed by a professional service.
All transcripts were checked for accuracy and then were
uploaded to NVivo 2020 for analysis. The interviews
were analysed following Braun and Clarke’s six steps
for reflexive thematic analysis [21, 22]. An initial list of
codes was developed by three authors (EC, MC, and CA),
who independently read one interview, and each identi-
fied a list of inductive codes. The three lists of semantic
and latent codes were compared during a meeting in
which the team talked through different interpretations
of the data. A single list of codes was developed and
the lead author applied this to the data. A line-by-line
approach was taken to ensure all parts of the data were
given equal consideration [23]. From this initial cod-
ing, the lead author reviewed the data contained in the
codes to identify patterns of meaning, which were drawn
out into themes. During this process, the lead and senior
author meet weekly to discuss analytical decisions and
the development of the themes. Contradictory data were
drawn out and included in the analysis to ensure cred-
ibility [24]. Quotes from participants are presented with
pseudonyms.
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Results

Participants

We conducted interviews with 12 caregivers of people
with dementia or MCI (see Table 1). Most participants
were female (75%), with a mean age of 61, married or liv-
ing with a current partner (75%), and a current caregiver
(83%). Four participants cared for their spouse, four were
caring for a parent and four were caring for more than
one person with dementia. Of the four participants car-
ing for multiple people with dementia, three were caring
for both parents concurrently and one participant was
caring for four close relatives (the exact relationships are
not reported to maintain participant anonymity). Ten of
the 12 participants were caring for someone diagnosed
with dementia and eight participants were caring for
someone who had received an early diagnosis of demen-
tia. Two interviewees were former caregivers.

In this paper, we present a combination of experienced
and hypothetical benefits of an early diagnosis. Par-
ticipants in this study described how an early diagnosis
could help them both manage the day-to-day care for the
person with dementia and plan for the future. We identi-
fied three benefits of an early diagnosis: (1) protecting the
person with dementia from financial or physical harm,
(2) timely decision-making, and (3) access to services.

We also identified three conditions for an early diagno-
sis to be beneficial: (1) adequate prognostic information,
(2) a willingness to accept the diagnosis, and (3) someone
to advocate on behalf of the person with dementia. Fig-
ure 1 presents a conceptual diagram of the themes dis-
cussed in this paper.

Table 1 Participant characteristics

Characteristic N=12
Gender (%)

Female 9 (75)
Male 3(25)
Mean Age (SD) 61(12.5)
Marital Status (%)

Married or Cohabitating 9(75)
Divorced, Widowed or Currently Single 3(25)
Current caregiver (%)

Yes 10 (83)
No 2(17)
Relationship to person with dementia (%)

Spouse 4 (33)
Child of one parent with dementia 4(33)
Caregiver to multiple people with dementia 4(33)
Type of diagnosis (%)

Mild cognitive impairment 2(017)
Dementia 10 (83)

Early diagnosis (%)
Yes 4(33.3)
No 8 (66.7)
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Benefits of an early diagnosis

Participants described how learning the person they
care for has dementia could enable them to better orga-
nise the person with dementia’s care and prepare for
their caregiving role. More specifically, an early diagnosis
could protect the person with dementia from financial or
physical harm, enable timely decision-making between
the caregiver and the person with dementia, and enable
early access to services.

Benefit 1: protecting the person with dementia from
financial or physical harm
Participants described how the person with dementia’s
symptoms gradually developed from mild changes in
memory and behaviour to more substantial cognitive
impairment. Some participants said they suspected these
changes in cognition were due to dementia, whereas oth-
ers attributed these changes to normal ageing. During
the early stages of memory loss, participants described
how many of the people they became caregivers for were
managing their finances and/or driving. Some partici-
pants reported that before the person with dementia was
diagnosed, they were victim of financial exploitation, or
scams, or were at risk of a road traffic accident. In each
of these cases, participants did not feel they were able to
intervene in the person with dementia’s finances or deci-
sion to continue driving until after a formal diagnosis was
made.

For example, after a formal diagnosis, one participant
learned the person with dementia had previously been a
victim of financial scams:

When 1 first started investigating her bank account,
she was spending £2000 a year on various home
insurances, nuisance call stopping services. (Eliza-
beth, caregiver to a person with MCI, early diagno-
sis).

Similarly, another participant who reported concerns
that her mother had been financially exploited by another
family member, noted she was unable to access her
mother’s bank account until she had provided proof of a
dementia diagnosis:

Because there was one account where mum was
going seriously overdrawn because there was some
policy that was still being paid out of it. I had to
really convince [the bank] really to let me help...
And I proved that I was her daughter and that she
had dementia and all of this and they let me sort it
out (Rebecca, caregiver to a person with dementia,
not an early diagnosis).
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Presence of an
advocate

Adequate prognostic
information

Willingness to accept
diagnosis and/or post-
diagnostic support

Benefits of an

early diagnosis

Protecting person
with dementia
from financial or
physical harm

Access to services
and treatments

Timely decision
making

Fig. 1 Conceptual diagram of the benefits of an early diagnosis

Similarly, participants outlined how a formal diagnosis
of dementia triggered discussions or concerns regard-
ing whether the person with dementia was still able to
drive safely. For example, one participant described how
she had previously been concerned about her husband’s
safety while driving and how she persuaded him to stop
after his diagnosis and a near miss:

He was borderline driving, but certainly soon after
[the dementia diagnosis], after hed driven through a
red light and things, I persuaded him hed got to stop
driving. (Sarah, caregiver to a person with dementia,
not an early diagnosis).

Another participant, who also had expertise in transport,
echoed the importance of a driving test triggered by the
dementia diagnosis:

And I can’t tell you how many times I've been there,
watched an elderly person have a diagnosis test,
and the person be told “Well I'm sorry but you really
can’t have your driving licence renewed, and behind
them, the family’s going ‘yes!’ Because finally, they've
got the driving licence off Dad rather before he kills
someone. (Catherine, caregiver to multiple people
with dementia, not early diagnosis).

Benefit 2: timely decision making

Participants described how receiving a diagnosis
prompted them and the person with dementia to make
plans for their future care. Most participants said they
went through the legal process to assign power of attor-
ney immediately after the diagnosis:

But as soon as we found out hed got dementia, we
started thinking about solicitors. We've done a power



Couch et al. BMC Health Services Research (2024) 24:508

of attorney. We've done the will. (Sheila, caregiver to
a person with dementia, early diagnosis).

They highlighted how an early diagnosis could allow
people with dementia to assign power of attorney to the
person they believe will make decisions with their best
interests at heart:

“Me and my brother, at an earlier stage in my dad’s
dementia were, we got power of attorney so that we
could make decisions for his care if we needed to...
me and my brother were the oldest and we did it like
that so that we could both... He would have some
balance” (Joanne, caregiver to a person with demen-
tia, early diagnosis).

Caregivers found this process to be so important that
many said they had arranged for their own power of
attorney following their experience of caregiving:

It was about that time that [my brother and I]
thought we should take out power of attorney for
each other. So, we got that started. (Carol, caregiver
to multiple people with dementia, not an early diag-
10sis).

Participants reported an awareness that the person with
dementia’s symptoms would progress to a point where
formal care would eventually be needed. They described
how an early diagnosis could trigger conversations with
the person with dementia about their care preferences.
Participants noted that knowing the person with demen-
tia’s preferences for future care could bring comfort when
making difficult decisions. For example, one participant,
caring for his wife with an early diagnosis, described
having a “game plan for the long-term” which he had
discussed with his wife following her diagnosis. On the
other hand, another caregiver to her husband with a later
diagnosis described finding the prospect of introducing
formal care without having previously discussed her hus-
band’s wishes challenging:

We never had the care home conversation. Not seri-
ously. My view is that if I get old and craggy I want
to be in a care home and not be a burden to my fam-
ily. But I'm not sure he feels the same way, so it's a
bit difficult for us now, not knowing where he stands
(Sarah, caregiver to a person diagnosed with demen-
tia, not an early diagnosis).

Benefit 3: Access to services
Participants described how accessing services early,
as a result of an early diagnosis, could help them
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better prepare for their future caregiving role. Partici-
pants reported that the formal diagnosis of dementia
enabled the person with dementia to access specialist
services and treatments, including both pharmacological
and non-pharmacological treatments:

She has had quite a lot of support including going to
some kind of classes to help for people with dementia
and taking medication too (Catherine, caregiver to
multiple people with dementia, not early diagnosis).

In the early stages of the disease, participants were most
interested in the person with dementia receiving anti-
dementia medications to slow down the symptoms of
cognitive decline. Some participants reported an aware-
ness that anti-dementia medications were likely to be
more effective if delivered early. The desire for early
access to services and treatments motivated some par-
ticipants to prompt the person with dementia to seek a
formal diagnosis in the first place.

Participants also described how services could pro-
vide information on how to best support the person with
dementia. They were most interested in knowing what
symptoms or behaviours were likely to arise next coupled
with practical information on how to treat and manage
these symptoms:

What does this mean on a day-to-day basis? And
how can I help mum through this? So, I guess that’s
more my focus on the symptoms, and what to do to
help. (Rebecca, caregiver to a person with dementia,
not an early diagnosis).

Participants reported a preference for this information
and support as early as possible. For example, one par-
ticipant described how she wanted earlier support for
managing her Dad’s difficulties with eating:

So yeah, so lots of the physical things, we could have
done with a lot more guidance about, and advice
on equipment earlier on, rather than having to see
my dad just starve, because he couldn’t eat anything
until we worked out the best way of preparing his
food. (Joanne, caregiver to a person with dementia,
early diagnosis).

Conditions for an early diagnosis to be beneficial

Participants highlighted weaknesses in the current provi-
sion of dementia care that might prevent the benefits of
an early diagnosis from being felt. Overall, we identified
three conditions needed to enable the benefits of an early
diagnosis: adequate prognostic information, a willingness
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to accept the diagnosis, and someone to advocate on
behalf of the person with dementia.

Condition 1: adequate prognostic information

As discussed previously, participants described how an
early diagnosis could help manage the day-to-day care for
the person with dementia and make plans for the future.
However, participants noted that this could only be pos-
sible with personalised and timely prognostic informa-
tion. Participants reported difficulties in finding such
information and described how this could be offered by
health services.

If we could have some kind of community-based
assessment, [with] somebody with expertise who
could spend some time [with us] in order to be able
to say, Oh yes, I can see what's going on here. I can
see how this is going to go. This is what we can do
about it. Or there is nothing we can do about it, and
I'm afraid inevitably, this is what's going to happen
very soon. Or something like that. You know, that’s
what I wanted. (James, caregiver to multiple people
with dementia, not an early diagnosis).

Additionally, participants highlighted the need for a
single source of information for finding individualised
advice. They described going to books, support groups,
dementia or ageing charities, health and social ser-
vices, friends and family, newspapers, online videos, and
doing independent research on Google. Often, they did
not feel the information available was relevant to their
circumstances:

I guess every situation is different and I haven’t sort
of found anybody who I can say, well, that’s just like
me and my situation. (Mark, caregiver to a person
diagnosed with dementia, early diagnosis).

When describing the ideal dementia service, participants
described a one-stop shop offering advice for both the
person with dementia and their caregiver. Participants
said they wanted regular follow-ups, especially immedi-
ately after diagnosis, as this would enable access to indi-
vidualised information at the right time. They felt that
this was important for managing the emotional and prac-
tical impact of a diagnosis, especially in the weeks and
months following the diagnosis:

I think it would be really good if there had been
someone who I could have spoken to maybe once
a month or more, maybe once every two months
maybe. (Sarah, caregiver to a person with dementia,
not an early diagnosis).
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Even where participants reported receiving insufficient
information and support from health services, they
described how an early diagnosis could help them to bet-
ter understand the person with dementia:

Interviewer: What I'm hearing is it doesn’t make
much difference whether you're diagnosed early or
late. There’s... not much for you.

Participant: I think that’s, I would say that'’s correct,
yes, but it might make a difference to how you get on
with the person, actually...It is an important consid-
eration because very often it’s going to be the part-
ner or whoever, or a close family member who'’s going
to be the prime carer. Since there is so little support.
So, if they know sooner rather than later that this is
a disease and not their loved one being [difficult].
Then it’s going to be a bit helpful... won’t necessarily
be easier... (Sarah, Sarah, caregiver to a person with
dementia, not an early diagnosis).

And to prepare for the emotional impact of caring for
someone with dementia:

But just the anguish of the long goodbye. I think
maybe an earlier diagnosis would certainly help you
prepare, prepare more, I think. Although it doesn’t
take the pain away from the length of time. You
know. That is something you just have to bear with.
(Rebecca, caregiver to a person with dementia, not
an early diagnosis).

Condition 2: Presence of an advocate

For many participants, the availability of someone to
advocate on behalf of the person with dementia was per-
ceived as vital for ensuring a good quality of life as the
person with dementia’s cognitive impairment progressed.
While an early diagnosis could enable people with
dementia to express their preferences for their future
care, participants described how, as caregivers, they
would be the ones to ensure the person with dementia’s
wishes were acted on.

We made these plans after his diagnosis, but quite a
few years ago now, actually. And we both sort of said
to my dad ‘We will do our absolute best to keep you
in the home for as long as possible! (Joanne, care-
giver to a person with dementia, early diagnosis).

Caregivers described how they often acted as a broker
between services and the person with dementia, facilitat-
ing access to specialist services. Participants felt that the
person only got the amount of care they did because they
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“fought” for it from services. When asked to reflect on
what they would do if they suspected they had demen-
tia, most participants said they would seek a diagnosis
when they noticed symptoms. For participants without
someone to act as an advocate, an early diagnosis could
be especially important for making early plans to ensure
they get the care they need during the later stages of
dementia:

I would make sure that I got checked. I would prob-
ably start to put some things in place...I don’t think
children or marriage are an insurance policy any-
way. But you become very aware of the fact that if
you start to have Alzheimer’s, it's going to be really,
really difficult and that you will need to put things
in place before you've completely lost the ability to
communicate or fight for your rights or feed yourself,
all those sorts of things. (Joanne, caregiver to a per-
son with dementia, early diagnosis).

Conversely, other participants without potential future
advocates described fears they would be vulnerable to
receiving poor care. Such concerns were so overwhelm-
ing, that participants reported potentially wanting to end
their lives early:

I won’t have anyone who will... be my advocate
like I was with my parents. You know I did all their
finances and everything. I just think it would be a
nightmare. Beachy Head or something. I don’t know
if I can’t find a pill. (Carol, caregiver to multiple
people with dementia, not an early diagnosis).

And:

Participant: Hmm. I think you probably could live
with it longer... You know. If you had that option to
be... To have your life ended, once you get to a cer-
tain stage, then you would...It would be worth living
to that stage....

Interviewer: Having that option set up. It sounds like
what you're describing is a sort of freedom, I guess,
or relief?

Participant: Yes. Yes, it is. Yes. Yes, it would be very
much that... It would be a terrific relief to have that
there as an option in the future. (Elizabeth, caregiver
to a person with MCI, early diagnosis).
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Condition 3: willingness to seek and accept the dementia
diagnosis

Participants noted how a person with dementia’s refusal
to seek or accept a diagnosis could be a barrier to an early
diagnosis and its previously described benefits. There
was variation in whether the person with dementia or
the caregiver initiated the process of seeking a demen-
tia diagnosis. One participant noted that his wife, with
dementia, had initiated the diagnostic process in the
early stages of dementia, which enabled them to organise
support:

She noticed her memory issues if she couldn’t
remember things... So she started the ball rolling,
but I think after a while, I, obviously, got very con-
cerned and tried to get as much support and help as
we could. (Mark, caregiver to a person with demen-
tia, early diagnosis).

However, most participants in this study reported that
they had noticed the person with dementia was expe-
riencing problems with their memory and encouraged
them to get tested for possible dementia. In many cases,
the person with dementia was reluctant to seek a diagno-
sis for their memory problems:

I definitely had that conversation and said, ‘I know
it’s scary. But there’s something wrong and you need
to face it! But she just looked at me blankly and
refused to engage. (Rebecca, caregiver to a person
with dementia, not an early diagnosis).

Even after the formal diagnosis was given, some par-
ticipants noted the person with dementia did not accept
their diagnosis:

There was probably a period of about six more
months, I would say, he didn’t want to go to the GP
to talk about it. He never in this life acknowledged
that he had dementia. (Sarah, caregiver to a person
with dementia, not an early diagnosis).

And:

He knew there was some problem, but he wouldn’t.
He didn’t really want to accept what, or what impli-
cations were, Id say. (Carol, caregiver to multiple
people with dementia, not early diagnosis).

Some participants linked the unwillingness to seek a
diagnosis or the lack of acceptance once the diagnosis
was given to delays in access to services and planning for
the future:
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The biggest obstacle we've had was him spending
four years not acknowledging the situation he was
in. That was the most stressful time, and it wasn’t
because he didn’t get the support, it was because he
wouldn’t accept that support. (Catherine, caregiver
to multiple people diagnosed with dementia, not
early diagnosis).

Discussion

In this study, we identified three benefits of an early diag-
nosis of dementia from the perspective of caregivers. An
early diagnosis could (1) protect the person with demen-
tia from harm during the early stages of memory loss, (2)
enable timely decision making and (3) enable access to
services and treatments. We also identified three condi-
tions necessary for an early diagnosis to be beneficial (1)
adequate prognostic information, (2) someone to advo-
cate on behalf of the person with dementia and (3) the
person with dementia being willing to seek and accept a
diagnosis.

Participants described how an early diagnosis of
dementia could enable caregivers to intervene during the
early stages of cognitive impairment to protect the person
with dementia from harm. Participants particularly noted
this was important for protecting people with dementia
from financial harm or a road traffic accident. This is sup-
ported by previous research which found that difficulties
in managing finances is one of the earlier symptoms of
dementia and assessment of financial capacity can iden-
tify people with MCI who are most likely to progress to
dementia [25, 26]. Financial abuse is the most prevalent
form of elder abuse in the UK [27] and people with MCI
or dementia are at greatest risk [28]. Fenton et al. sug-
gest that the early diagnosis of dementia can help identify
those most at risk of financial exploitation, empower such
individuals to avoid exploitation, and reduce the societal
costs and consequences of exploitation [29]. Similar argu-
ments can be made regarding an early diagnosis reducing
the risk of road traffic accidents among people with MCI
or dementia. People with MCI and dementia showed
impaired driving performance compared with cognitively
healthy individuals [30]. Despite this impairment people
with MCI may be able to drive safely for many years fol-
lowing the onset of symptoms [30]. An early diagnosis
can make people with dementia, their caregivers, and
clinicians aware that the persons with driving ability will
need to be regularly assessed and help them to identify
an appropriate time for them to cease driving [30, 31].

As their cognitive impairment worsens, people with
dementia and MCI increasingly rely on caregivers or
proxies for decision-making. Participants in this study
described how an early diagnosis could enable caregiv-
ers to make decisions and plans for the future together.
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Previous research indicates that caregivers value the
opportunity to make practical arrangements. Vernooij-
Dassen et al. found that within three months of diag-
nosis, some people with dementia and their caregivers
reported making significant life decisions, including
getting married or moving house [32]. An early diagno-
sis enables people with dementia to be more involved
in such decision-making. Participants also noted that
knowing the person with dementia’s future care prefer-
ences could bring comfort during the later stages of the
disease. However, people with dementia may feel differ-
ently about making decisions following a diagnosis of
dementia. Some participants in this study reported that
the person with dementia was reluctant to accept the
diagnosis and engage in decision-making, treatments,
or support, which may present a barrier to the benefits
of an early diagnosis. People with dementia may be less
willing to seek or accept a diagnosis due to fear of stigma
[33]. Furthermore, being provided a diagnosis before they
are ready to process it could be harmful to the person
with dementia’s well-being [34, 35]. Future research must
examine the value of an early diagnosis from the perspec-
tive of the person with dementia.

Relatedly, participants highlighted the importance
of having someone to advocate on behalf of the per-
son with dementia. They reported concerns that people
with dementia without advocates were at risk of poorer
care. However, it is important to note that this sample
only consisted of caregivers who may therefore have a
heightened awareness of the role of caregivers as advo-
cates. Previous research does suggest that the availabil-
ity of a family caregiver may be associated with better
quality care. For example, one study in the US found
frequent visits from family members during a nursing
home stay were associated with better quality care [36].
It is estimated that 25% of people with dementia are not
supported by informal caregivers, meaning there is a sig-
nificant proportion potentially lacking important support
[13]. The effects of caregiving are well documented. Peo-
ple with dementia who are living alone with little support
report less satisfaction with life and higher levels of lone-
liness [37] however, more research is needed to better
understand the needs and experiences of this population.
All people with dementia should equally benefit from a
diagnosis, early or otherwise, therefore future research
should examine whether outcomes differ between people
with dementia who have support from a caregiver and
those who do not.

Early access to services and support was identified by
participants as a key benefit to an early diagnosis. They
described how people with dementia were able to access
nonpharmacological and pharmacological treatments
to manage their cognitive decline, however, participants
were aware that such treatment may be more effective
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if delivered during the early stages of dementia. There is
evidence to suggest that early engagement with commu-
nity and respite services could delay institutionalisation
for people with dementia [17]. However, participants also
described struggles with accessing and organising post-
diagnostic support from health and social care services.
On the one hand, it could be argued that ineffective post-
diagnostic support could present a barrier to an early
diagnosis being beneficial. On the other hand, an early
diagnosis could provide people with dementia and their
caregivers with extra time to navigate the complexity of
dementia services. Either way, effective and well-organ-
ised post-diagnostic support is critical for improving
the health and well-being of people with a diagnosis of
dementia and their caregivers, early or otherwise [38].
Participants in this study highlighted the need for a sin-
gle service that could provide individualised prognostic
information over the course of the disease. They spe-
cifically wanted earlier information on what symptoms
to expect, how to manage them when they arise, and an
annual review. These findings are similar to other stud-
ies investigating priorities for post-diagnostic support
following a dementia diagnosis [39, 40] and lend further
support to efforts to design more responsive services
[41, 42]. Even in cases, where post-diagnostic support
was perceived to be inadequate, participants described
how the early knowledge that the person with dementia’s
symptoms are caused by dementia can help them to bet-
ter understand that person and prepare for their future
caregiving role. Previous research has indicated that this
preparation for a future caregiving role can be particu-
larly important for caregivers to people diagnosed with
MCI [43].

Strengths and limitations

This study provides valuable information on caregiver
perspectives on the benefits of an early diagnosis. How-
ever, the findings should be interpreted in the context of
this study. This study was part of a larger Ph.D. project
and the COVID-19 pandemic started during data collec-
tion for this study. The pandemic and subsequent restric-
tions on time and funding limited our ability to recruit a
larger sample of participants for this study. Participants
were identified through an online dementia registry and
local support groups, meaning they were likely to be well-
engaged with existing support and dementia services.
Caregivers who are not as engaged with existing services
may have differing perspectives, which warrants future
investigation. Participants with an early diagnosis were
identified via self-report, future research could consider
using electronic health care records or structured cogni-
tive assessments of the person with dementia to identify
caregivers to people with an early diagnosis. Further-
more, participants in this study were largely white and
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middle-class. Crucially, only caregivers were interviewed
in this study, therefore future research should examine
the perspectives of people with dementia. Although this
study reports a small and relatively homogeneous sample,
the findings provide valuable insight into an important
issue in dementia research and practice. Future research
is needed to expand on this study with a larger and more
diverse sample.

Conclusions

The findings of this study lend empirical support for
three benefits of an early diagnosis: protecting the per-
son with dementia from harm during the early stages of
the disease, timely decision-making, and access to ser-
vices and treatments following a diagnosis. However, we
also identified three conditions necessary for the benefits
of an early diagnosis: adequate prognostic information,
a willingness to accept the diagnosis, and someone to
advocate on behalf of the person with dementia. Overall,
an early diagnosis can enable people with dementia and
their caregivers to make practical arrangements for the
person with dementia’s current and future care. Further
research is needed to expand on the findings of this study
with a larger, more diverse sample and the inclusion of
people with dementia.
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