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a  b  s  t  r  a  c  t

Dementia  is  usually  diagnosed  in  later  life  but can occur  in  younger  people.  The  experiences  of  those  with
older-onset  dementia  are  relatively  well  understood  but little  is known  about  the  experiences  of those
with  young-onset  dementia  (aged  less  than  65  years).

This  meta-ethnography  therefore  synthesised  qualitative  literature  investigating  the  experiences  of
people  with  young-onset  dementia  (YOD).  Six  electronic  databases  were  searched  and  1155  studies  were
identified,  of which  eight  fitted  the  inclusion  criteria.

These  studies  were  all from  Western  countries,  were  mostly  recent  (2004–2015)  and  included  the
experiences  of 87 people  with  YOD.  Participants  were  generally  in  their  fifties  or  early  sixties  and  were
living  at  home  with  others.  Many  reported  difficulties  both  in  the process  of receiving  a diagnosis  and
afterwards.  Diagnosis  felt  unexpected,  ‘out  of  time’  and  led  to changes  in self-identity,  powerlessness
and  changes  in  relationships.  Social  exclusion  was  common.  Loss  of  meaningful  activity  exacerbated  a
difficult  situation.  However,  the  diagnosis  did  not mean  people’s  lives  were  over  and  many  with  YOD
try  to  regain  control  by  seeking  connections  with  others  with  the  same  condition  − sometimes  a very

important  source  of  support.

Overall,  people  living  with  YOD  face  unique  social  challenges  which  go  beyond  those  of  older  people
living  with  dementia  and  which  result  in an  even  greater negative  impact  on their  lives.  Interventions  that
facilitate  peer  support  and  allow  people  with  YOD  to engage  in  meaningful  activity  should  be  developed
and  could  perhaps  be provided  by  the  voluntary  sector.

©  2016  The  Author(s).  Published  by Elsevier  Ireland  Ltd.  This  is an  open  access  article  under  the  CC

BY-NC-ND license  (http://creativecommons.org/licenses/by-nc-nd/4.0/).
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. Background

Although dementia mostly affects older people, it can occur in
ounger people aged 65 years or less where it is variously known
s young-onset dementia [1], early-onset dementia [2] or working-
ge dementia [3].

Young-onset dementia (YOD) is relatively rare. Estimates of
revalence vary but a recent review reported that registry based
tudies suggest the prevalence of dementia in people aged between
5 and 64 years old lies between 81 and 113 per 100,000 [4]. How-
ver, this may  be an underestimate because of unexpected timing
nd relative rarity of YOD [5]. As a result for many people diagno-
is may  come comparatively late in the disease’s progression [6].
ndeed, it is thought that, on average, it takes over one and a half
ears longer to be diagnosed for people with YOD compared with
eople with later onset dementia [7,8]. Furthermore, misdiagno-
is is not unusual, resulting in further delays in diagnosis [9] with
ubsequent delays in receiving appropriate support.

The three most common types of YOD are Alzheimer’s disease,
ascular dementia and frontotemporal dementia (FTD) [10]. Com-
ared to those with later onset dementia, FTD is more common

n younger people [11]. Early on, FTD may  involve personality
hanges, challenging behaviour and reduced motivation [12]. Such
hanges in the person with dementia can be particularly difficult
oth for those living with the condition and those supporting them
13].

The challenges for unpaid carers of someone with dementia are
ell documented [14] but arguably the situations of those caring for

omeone with YOD are particularly difficult because of its timing.
or example, most people with later onset dementia have already
etired and any children are likely to be grown up, whilst those
ith YOD are more likely to have relatively young children posing

articular challenges for the entire family [15]. In addition, the age
f people with YOD means that the symptoms of dementia may

ead to loss of employment [2,16]. The implications of unemploy-
ent are manifold and include financial, psychological and social

onsequences, such as changed or difficult family relationships,
oor self-esteem and reduced sense of competency and purpose
2,16–18].

Recognition of the challenges faced by those with dementia in
eneral and their families [19] and more specifically YOD has led
o the development of support services including education, sup-
ort groups and counselling [17,20,21]. A recent review focussing
n interventions for younger people with dementia and their car-
rs highlighted the value of purposeful activity (often employment
ased) for both people with YOD and their carers [22]. Benefits

ncluded enhanced self-esteem, sense of purpose and increased
ocial contact.

However, although there is a considerable body of synthesised

iterature exploring the needs and experiences of both people with
ementia in general [23] and their family carers [14], there appears
 .  . .  . . .  .  .  . . . . . .  . .  .  . . .  .  .  . . . .  . . .  . . . . . . .  . . . . . . .  . . .  . . . .  . . . . .  .  . . . .  . .  .  .  .  .  .  . .  .  . . .  . . 109

to be no systematic synthesis of the literature exploring the expe-
riences of people with YOD.

This review therefore aimed to synthesise and evaluate qualita-
tive literature relating specifically to the experiences of people with
YOD. The primary research question was: What are the experiences
of people diagnosed with YOD?

2. Review methodology

There are now several well recognised approaches for conduct-
ing systematic reviews of qualitative literature. Meta-ethnography
[24], a form of interpretative synthesis, is one of the earliest meth-
ods and is a well-accepted form of qualitative review [25,26]. It was
selected here for several reasons but primarily because it integrates
concepts, goes beyond simply summarising data and is intended to
develop further concepts and theories. It requires both induction
and interpretation and makes explicit direct comparisons between
studies and ‘translates’ concepts across the selected studies [27].
Furthermore, it has been used in syntheses of health research look-
ing at a variety of issues ranging from, for example, medication
taking [26] and the experiences of family carers of people with
stroke [28].

3. Methods

The review followed the Centre of Reviews and Dissemination
(CRD) guidelines [29] and was reported using the Preferred Report-
ing Items for Systematic Reviews and Meta-Analysis (PRISMA)
guidelines [30].

3.1. Inclusion criteria and study selection

3.1.1. Inclusion criteria
1. Qualitative or mixed methods, primary research
2. Investigations of the experiences and perceptions of people with

YOD (aged less than 65 years)
3. Published in English in peer reviewed journals

3.1.2. Exclusion criteria
1. Quantitative
2. Participants diagnosed with YOD aged 65 years or over
3. Investigations of the experiences of people with LOD and other

conditions
4. Experiences of people with YOD and those of family or paid car-

ers not separately described
5. Published in grey literature, non-peer reviewed journals,

reviews or opinion publications
Following duplicate removal, all titles and abstracts were
screened. Full texts were sourced for all articles fitting the inclusion
criteria. This process was conducted by both authors and where
disagreements occurred, consensus was achieved by discussion.
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Table  1
Example electronic search strategy conducted in Medline (OVID).

Search concept Search terms

1 Experiences Experienc$ OR Perception$ OR Perspective$
2  Condition Alzheimer Disease OR Alzheimer$ OR Dementia OR

Dement$ OR presenile dement$ OR Frontotemporal
dementia OR Frontotemporal lobar degeneration OR
Frontotemporal$ OR Pick Disease of the Brain OR Pick’s
disease OR Frontal lobe dement$ OR Behavio?ral
variant OR Progressive non-fluent aphasia OR Semantic
dementia OR Dementia, Vascular OR Vascular dement$
OR  Korsakoff syndrome OR Korsakoff$ OR Alcoholic
dement$ OR Lewy bodies OR Lewy bod$ OR Mixed
dement$ OR Dementia, Multi-Infarct OR Huntington
disease OR Huntington$ OR Creutzfeldt-Jakob syndrome
OR CJD OR AIDS Dementia Complex OR HIV related
dement$ OR Parkinson’s disease dementia OR Down?
Syndrome OR Down syndrome

3 Population Under 65 OR Young onset OR Young-onset OR
Younger-onset OR Younger onset OR YOD OR Early
onset OR Early-onset OR EOD OR Young person OR
Young people OR Younger person OR Younger people
OR Working age

N
k

3

2
2
(
A
2

T
c
k
t

3

t
a
R
f

3

w
a
o
t

3

a
T
m
d
w
p

Box 1: Seven steps in conducting a meta-ethnography
[24]

1. Getting started: determining the research questions
2. Deciding what is relevant to the initial interest: defining the

focus of the synthesis, locating relevant studies, inclusion
decisions and quality assessment of included studies

3. Reading the studies: reading the articles multiple times to
identify the main concepts

4. Determining how the studies are related: listing the emerg-
ing concepts and identifying how they are related

5. Translating the studies into one another: listing the concepts
in a table and then looking for these concepts in each of the
included articles

6. Synthesising translations: building a line of argument by

nine). There were more male (51) than female (36) participants
ote: The MeSH (Medical Subject Heading) terms used are reported in italics and
ey  words with truncation where appropriate.

.2. Electronic search strategy

Six electronic databases were searched: Medline (1945 − March
016), Embase (1980 − March 2016), PsychINFO (1967 − March
016), Cumulative Index to Nursing and Allied Health Literature
CINAHL, 1937 − March 2016), Applied Social Sciences Index and
bstracts (ASSIA, 1987 − March 2016) and Scopus (1960 − March
016).

The example search strategy used in Medline is available in
able 1. Similar search strategies were developed according to spe-
ific database requirements and consisted of both MeSH terms and
ey words. Key words and combinations were the same throughout
he database searching.

.3. Other sources searched

Dementia: The International Journal of Social Research and Prac-
ice was hand searched for potentially relevant articles as many
rticles were identified from this journal during electronic searches.
eference searching of both relevant systematic reviews retrieved

rom electronic searches and included articles was also conducted.

.4. Data extraction and management

A standardised data extraction form was developed and data
ere extracted from all included articles independently by both

uthors. Data extracted included, for example: author details, year
f publication, participant demographics, sample size and the main
hemes identified by the study authors.

.5. Quality assessment

Quality assessment was conducted independently by the
uthors using the rating scale developed by Greenwood et al. [31]
he scale consists of 11 questions with ‘yes’ or ‘no’ answers. The
aximum score possible is 11. Included articles were indepen-
ently scored with disagreements resolved by discussion. Studies
ere not excluded based on quality scores but this assessment

rocess enhanced study interrogation.
exploring the relationships between concepts
7. Expressing the synthesis: How the synthesis is reported

3.6. Data synthesis

Data were synthesised using the meta-ethnographic approach
developed by Noblit and Hare [24]. Both reviewers were involved
in all stages of the analysis. An overview of the process is available
in Box 1.

Electronic searches identified 1125 articles (with 122 dupli-
cates). Twenty-four full-texts were retrieved from the remaining
1003 and six were included in the data synthesis [2,16–18,20,32].
Hand searching reference lists of six relevant systematic reviews
identified from the electronic searches revealed 13 articles for
scrutiny. After reviewing their abstracts, three full-texts were
retrieved with one fitting the inclusion criteria [34]. Further hand
searching in Dementia: The International Journal of Social Research
and Practiceidentified six articles which fitted the inclusion crite-
ria of which one was included in the synthesis [33]. Finally, hand
searching the reference lists of the eight included articles produced
a potential further 11 articles. After this screening, three full-text
articles were retrieved and scrutinised but excluded.

Thus from 36 full-text articles retrieved, eight were included in
the final synthesis. A full breakdown of the process of retrieving
articles with reasons for their exclusion is available in Fig. 1.

3.7. Articles coming close to inclusion but excluded

Four articles were deemed to come close to inclusion by the
researchers but were excluded because they contained insufficient
data from people with YOD [35–38].

3.8. Study and participant characteristics

Study publication dates spanned more than a decade dating
from 2004 to 2015 but with most published since 2011. All were
from Western countries, with half from the United Kingdom (UK)
[17,18,20,33]. All were cross-sectional and the majority used pur-
posive sampling. Participants were recruited from both statutory
and voluntary sector services and most people were interviewed at
home or in services such as day centres. Data were collected using
face-to-face semi-structured in-depth interviews with research
focussing on investigating participants’ experiences of living with
YOD, although two also specifically looked at perceptions of ser-
vices. There was a total of 87 participants. Samples sizes ranged
from five to 23 with a mean average of 12.4 participants (median
and most were in their fifties or sixties. Ethnicity was infrequently
reported but in the two studies providing this information [17,32]
white participants were predominant. The type of YOD was also not
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Fig. 1. PRISMA [30] flow diagram showing the 

lways reported but where it was, Alzheimer’s disease (39 partici-
ants) and FTD dementia (6 participants) were most common. Most
tudies reported place of residence and the vast majority of partic-
pants were living at home, mostly with other people. Two studies
escribed the sample as coming from a mixture of urban and rural
nvironments [17,20] and one as urban [33]. The remaining studies
id not mention this. Employment status was rarely reported but
here it was, most participants were not working.

In some cases, data analysis was framed by theoretical
pproaches such as interpretative phenomenological analysis (IPA)
nd grounded theory [2,18,20,32,33,43], whereas other authors
sed framework or thematic analysis [16,17]. Full details of study
haracteristics and participants are available in Tables 2 and 3.

Study quality was variable (Table 3). Scores ranged between six
nd 10 out of a maximum possible score of 11. Weaknesses included
ot adequately describing the context for the study and not stating

f data analysis involved more than one researcher.
.9. Overall themes

Perhaps not surprisingly given the stated aims of these investi-
ations, the themes frequently identified in the studies highlighted
s of including and excluding retrieved articles.

participants’ overall experiences of living with YOD (Table 4).
However, within this more specific themes were identified. These
included difficult experiences associated with receiving a diagno-
sis of YOD, feeling ‘too young’ to have dementia, and changes in
memory and capacity. The diagnosis and symptoms were seen as
threatening participants’ sense of self, their autonomy and their
identity. Their experiences were made more challenging by other
people’s lack of understanding and the resultant sense of social
isolation.

3.10. Line of argument

The diagnosis of dementia at a younger age disrupts the ‘nor-
mal’ life cycle and is ‘out of time’ with people’s expectations and
hopes. The diagnosis and the symptoms of YOD with associated
losses in abilities lead to changes in self-identity and feelings of
disempowerment or powerlessness. Changes in abilities and the
stigma of dementia lead to losses and changes in social relation-

ships and avoidance of others. This in turn leads to isolation and
feelings of social exclusion. The loss of meaningful activity, often
the result of losing their job, is particularly challenging for people
with YOD. This and others’ sometimes over-protective behaviour



106 N. Greenwood, R. Smith / Maturitas 92 (2016) 102–109

Table  2
Study and participant characteristics.

Author (year) [Country] Aims Sample size Age (yrs) Gender
ratio (M:F)

YOD type Time since diagnosis
(yrs/mths)

Living
alone/with
others

Beattie, Daker-White,
Gilliard & Means (2004)
[UK] [20]

Explore the experiences
of people with YOD
(memory problems, care
needs & views of
services).

14 Mean: 59.43
Median: NR
Range: 41–66

9:5 NR NR 10 with others,
3 alone

Clemerson, Walsh & Isaac
(2013) [UK] [18]

Explore subjective
experiences of people
with YOD &
personal, social &
psychological impact of
living with YOD.

8 Mean: 55.6
Median: NR
Range: 35–63

7:1 AD Mean: 28.75 mths
Median: 18 mths
Range: 12–72 mths

6 with others, 2
alone

Griffin,  Oyebode & Allen
(2015) [UK] [33]

Explore the experiences
of people living with
bvFTD.

5 Mean: 57.6
Median: 60
Range: 46–62

3:2 BvFTD 3 participants <1 yr, 2
participants 1–2 yrs

All with others

Harris  (2004) [USA] [32] Explore the lived
experiences of younger
people with dementia.

23 Mean:56
Median: 54
Range: 43–68

10:13 14 AD, 6 FTD, 3
others

Mean: 3.3 yrs
Median: 3 yrs
Range: 1–7 yrs

All with others

Johannessen & Moller
(2011) [Norway] [2]

Investigate the
experiences of living
with YOD,
& assess the implications
for practice service
development.

20 Mean: NR
Median: 62
Range: 54–67

12:8 NR Mean: NR
Median: NR
Range: 4–36 mths

15 with others
5 alone

Pipon-Young, Lee, Jones &
Guss (2011)[UK] [17]

Investigate the
experiences of people
with YOD including:
receiving the diagnosis;
social challenges;
beneficial support; areas
in need of change; key
problems.

8 Mean: 63.1
Median: 63
Range: 60–67

1:7 7 AD, 1 mixed
dementia

Mean: 2.25 yrs
Median: 2 yrs
Range: 1–5 yrs

NR

Roach & Drummond (2014)
[Canada] [16]

Examine the experiences
of transition & health
expectations in YOD.

9 Mean: 62
Median: 62
Range: 58–68

9:0 7 AD, 2 others Mean:2.67 yrs
Median: 2 yrs
Range: 0–7 yrs

All with others

Rostad, Hellzen &
Enmarker (2013)
[Norway] [34]

Understand the
experiences of people
with YOD living at home.

4 Mean: 58.75
Median:59
Range:55–62

2:2 3 AD, 1
vascular
dementia

1 diagnosed recently,
others 24–48 mths

3 with others, 1
alone

Key: AD-Alzheimer’s disease; BvFTD-behavioural variant FTD; FTD-frontotemporal dementia; mths- months; NR-not reported; YOD-young onset dementia; yrs-years.

Table  3
Study methods.

Author (year) Experiences
investigated

Sampling
method

Inclusion criteria Data collection
(face-to-face unless
specified otherwise)

Approach to data
analysis

Quality rating
(max 11)

Beattie et al. (2004)
[20]

Memory problems;
service
perceptions/use;
needs & whether met.

Purposive &
snowballing

<65 yrs; YOD
diagnosis; service user

In-depth interviews Grounded theory 8

Clemerson et al.
(2013) [18]

Personal, social &
psychological impact of
living with YOD.

Purposive
<65 yrs; AD diagnosis;
British; know
diagnosis; mild to
moderate YOD

Semi-structured
interviews

IPA 10

Griffin et al. (2015)
[33]

Perspectives of living
with bvFTD.

Purposive BvFTD diagnosis; know
diagnosis

Semi-structured
interviews

IPA 9

Harris  (2004) [32] How YOD impacts on
the daily life focusing
on the social effects.

Purposive
<65 yrs

In-depth,
semi-structured
interviews, focus
group, online interview

Grounded theory 6

Johannessen &
Moller (2011) [2]

Living with YOD. Theoretical Diagnosis of YOD Semi-structured
interviews

Grounded theory 6

Pipon-Young et al.
(2011) [17]

Living with YOD, what
is helpful & changing
support needs

Purposive 6+ mths since
diagnosis of YOD;

Semi-structured
interviews

Phase 1: thematic
Phase 2: framework

9

Roach  &
Drummond
(2014) [16]

Transitions & health
expectations.

Purposive Diagnosis of YOD, <65
yrs

In-depth
semi-structured
interviews

Framework analysis 7

Rostad et al. (2013)
[34]

Living with YOD NR Diagnosis of YOD, <65
yrs, living at home

Narrative interviews Phenomenological
hermeneutic

8

Key: mths-months; NR-not reported; YOD-young onset dementia; yrs-years.
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Table  4
Concepts and studies identifying them.

Concepts Beattie et al.
[20]

Clemerson et al. [18] Griffin et al. [33] Harris [32] Johannessen &
Moller2

Pipon-Young
et al. [17]

Roach &
Drummond
[16]

Rostad et al.
[34]

Biographical
disruption

Feel too young for
diagnosis

Perceived
discrepancy
between age &
dementia
diagnosis

Perceived
difficulty at age
of diagnosis

Diagnosis Process
confusing &
distressing

Shock, disbelief Overwhelming,
difficulty
understanding
diagnosis

Misdiagnosed,
fears dismissed

Difficulty
obtaining
diagnosis,
shock

Surprise, shock

Activity Need for
meaningful
activity

Reduced
participation

Lack of
meaningful
activity

Unable to do
previous
activities

Importance of
keeping active,
maintain
hobbies

Want
meaningful
activity

Lack of
meaning
activity

Loss  Deteriorating
memory

Losing competencies Loss of friends
and family,
stopping work

Loss of
independence

Loss of abilities Loss of
employment

Self-identity Treated
differently

Loss of skills and
self-worth

Dementia label Loss of sense of
self

Feeling ‘outside
themselves’

Importance of
maintaining
sense of self

Loss of identity,
self-esteem,
self
respect

Relation-ships Lack of
understanding
from others

Lack of understanding
and avoidance by
others

Treated
differently by
friends

Lack of
understanding
from others

Stigma

Social isolation Excluded,
isolated

Disconnected Extreme
isolation

Spending a lot
of time alone

Reduced sense
of belonging to
society

Emotions Anger Sadness Anger, sadness,
frustration

Frustration Sadness &
anxiety

Coping Accepting changing
abilities

Blaming others Talking to
others with

Preserve hope
and willpower
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urthers disempowerment and social isolation. Some people with
OD cope with this by not disclosing their diagnosis and avoiding
thers which, in turn, exacerbates their social isolation. However,
thers with YOD opt to try and regain control by reviewing their

ives and reconnecting with others. Being with others in similar
ituations can be a very important means of support (Table 5).

Overall, for these reasons, people with YOD face unique social
hallenges which arguably go beyond those of people with later
nset dementia and result in an even more negative impact on their

ives [32].

. Discussion

The relatively young age of the person with YOD is critical
o their experiences. Their age means the diagnosis is much less
xpected than for older people. This has two main ramifications.
irstly, as it is unexpected, it makes obtaining a diagnosis especially
ifficult and means that at times the concerns of people with YOD
re dismissed by professionals causing anxiety and frustration. Sec-
ndly, it also means that others are less likely to understand what
he diagnosis means adding to their frustration, and sometimes
esulting in social isolation. This difficult situation is compounded
y lost or reduced abilities and the associated reductions in mean-

ngful activity. This has huge implications for their sense of agency
nd self-worth and is strongly associated with disempowerment.
eing with others with YOD was suggested by some authors as
articularly valuable here.

The participants in these studies faced many challenges and had

ound the process of diagnosis and coming to terms with their
educed abilities very difficult. Many identified a sense of loss of
gency which related both to reduced abilities and to others’ at
imes over-protective behaviour which often led to feeling disem-
YOD

powered. However, there was  a strong sense that people with YOD
did not believe that a dementia diagnosis meant their lives were
over [17]. Many wanted to stay engaged with others, to take part
in meaningful activity and to be included in society. In short, they
wanted to be treated as ‘normal human beings’ [20].

There were several, perhaps surprising, features of the findings
in this review. Firstly, the financial implications of loss of employ-
ment in those with YOD have been highlighted in the past [2,16]
but were seldom highlighted here. Indeed the focus here appeared
to be on loss of meaningful activity, disempowerment and reduced
social contact after job losses, rather than financial concerns. Sim-
ilarly, there was little focus on the impact of the diagnosis of YOD
on others. Other research, often from the perspectives of families,
has highlighted this, particularly the effect on partners and chil-
dren [15]. Possible explanations for not identifying this here include
the focus on the experiences of the person with dementia or per-
haps the reduced insight or empathy often associated with people
with dementia [39]. Either way, these are areas for further specific
exploration.

4.1. Review strengths and limitations

The review’s strengths include its robust and reproducible
search strategy, and rigorous assessment of the included stud-
ies methodological quality [31]. However, it was limited by not
searching the grey literature and only including studies published
in English, potentially missing research exploring the experiences

of people with YOD from non-English speaking cultures. Nonethe-
less, the findings help to further our knowledge surrounding the
experiences specific to people living with YOD and highlight where
areas of support could be increased.
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Table  5
Key concepts, second and third order translations.

Key concepts 2nd order interpretations 3rd order interpretations

Age at diagnosis & biographical
disruption

The diagnosis of dementia is out of time disrupting their
expected life cycle, hopes & expectations [18]
Great care needs to be taken in how assessment &
diagnosis are undertaken [20]

This biographical disruption exacerbates the negative
experience of receiving a diagnosis of dementia.
The opportunity to associate with others in similar
situations (both those with YOD & LOD) can be very
beneficial as it provide social contact with people in a
similar position to understand better the challenges of
living with YOD. It can help to reduce social isolation.

Emotional responses including anger,
sadness & bewilderment

Distress at a diagnosis of YOD is distressing & often related
to  it being ‘out of time’

Loss of meaningful activity e.g.
employment & life-style restrictions
e.g. driving.‘ Lack of meaningful
activity also leads to boredom

Loss of meaningful activity has a negative impact on their
sense of self [33], purpose & role fulfilment [16]. Keeping
up with activities can help maintain a positive identity [17]
Restrictions in activities increase their dependence on
others [34].

The restrictions in activities experienced by people with
YOD have far reaching implications for their autonomy &
sense of worth. Providing appropriate support (e.g. from
employers) to maintain meaningful activity for as long as
possible would help increase their sense of agency &
reduce social isolation.
Maintaining autonomy is very important to people with
YOD. Although some abilities are reduced or lost, those
supporting people with YOD should avoid being
over-protective.

Loss  of abilities & disempowerment Loss of abilities & risk aversion by others results in a sense
of loss of control & agency. Reduced ability to
communicate leads to increased isolation.

The  diagnosis & symptoms of YOD lead
to  changes in self-identity & loss of
self

Having dementia is stigmatising & can lead to avoidance of
social situations [2]

The stigma of dementia is perceived as even greater in
people with YOD than those with LOD which means that
people with YOD may  be more unwilling to disclose their
diagnosis. This combined with avoiding social situations
increases social isolation & exclusion.
The symptoms of dementia & the diagnosis can lead to a
vicious circle of avoidance of other people leading to
greater social isolation & reduced sense of self-worth.
Some people with YOD strive to continue to life a ‘normal’
life with activities meaningful to them but others with
YOD avoid others which increases their social exclusion.
Encouraging those with YOD to disclose their diagnosis
where appropriate & to continue with meaningful
enjoyable activities & being with others, may  be beneficial.

Changes in social relationships, social
isolation & social exclusion

Disconnection from others leads to loneliness &
powerlessness [18]

Coping People with YOD may  cope by avoiding others & not
revealing their diagnosis. Others review their life & try to
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reconnect with others. Some people 

activity whilst others take the initiat
control over their lives [34]

. Conclusions, service implications and future research

Although they have much in common with people diagnosed
ith dementia in later life, people with YOD have additional chal-

enges. Receiving a diagnosis of dementia is a difficult process for
nyone but is arguably even harder for those with YOD. Not only
s obtaining a diagnosis more challenging for younger people but it
lso feels particularly unexpected and out of time with their biogra-
hy both to them and those who know them. Particular care needs
o be taken by clinicians in explaining the diagnosis both to the
erson with YOD and their families. Negative reactions and lack of
nderstanding by others, including employers, mean that people
ith YOD may  avoid social contact. Combined with loss of interac-

ion with others through loss of employment this can result in social
solation and social exclusion. Several authors here highlighted the
alue of peer support [20,32] either from others with YOD or more
enerally others with dementia. There is evidence that peer sup-
ort can benefit family or informal carers [40] but this suggests
hat research focussing solely of the impact of peer support specif-
cally on those with YOD and their family carers is warranted. In
ddition, all the studies here were cross-sectional and longitudi-
al research is also needed perhaps focussing on dyads rather than

eople with YOD and their carers separately.

The voluntary sector may  be able to play an important role here.
n the UK and elsewhere, there has been a relatively recent inter-
 out meaningful
preserve faith &

est in peer support offered in the voluntary sector both for people
with long term conditions and their family carers. This interest
may  be, in part, because it can avoid medicalising the condition
[41] which is perhaps particularly pertinent for people with YOD.
Studies included here suggest that people with YOD may enjoy and
benefit from interacting with others with YOD and with people such
as their carers who are well placed to understand their situation
and challenges. In addition, there may  be a role for the voluntary
sector to support work-based interventions for people with YOD to
allow meaningful activity to continue as long as possible [22]. Pro-
grammes that offer people with YOD opportunities to be involved
in such activities can increase their self-worth [22] but also allow
both the person with YOD and their families to continue to feel
‘normal’. It may  also simultaneously provide a break for the family
carer.
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