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Abstract
This literature review focused on the experience, care, and service requirements of people with younger onset dementia. Sys-
tematic searches of 10 relevant bibliographic databases and a rigorous examination of the literature from nonacademic sources
were undertaken. Searches identified 304 articles assessed for relevance and level of evidence, of which 74% were academic
literature. The review identified the need for (1) more timely and accurate diagnosis and increased support immediately following
diagnosis; (2) more individually tailored services addressing life cycle issues; (3) examination of the service needs of those living
alone; (4) more systematic evaluation of services and programs; (5) further examination of service utilization, costs of illness, and
cost effectiveness; and (6) current Australian clinical surveys to estimate prevalence, incidence, and survival rates. Although
previous research has identified important service issues, there is a need for further studies with stronger research designs and
consideration of the control of potentially confounding factors.
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Introduction

The provision of evidence to underpin decisions on services

and supports for people with younger onset dementia (YOD)

or early-onset dementia (EOD) is an emerging field. There is

an increasing recognition of the different etiologies, trajec-

tories, and implications of the diagnosis of dementia for people

who are aged younger than 65 years at onset.

Although there is some debate over which terminology

should be preferred,1 we refer to YOD throughout as this term

is commonly used in Australia, and the articles reviewed used

the terms YOD and EOD interchangeably. Younger onset

dementia reviews have predominantly focused on Alzheimer’s

disease or frontotemporal dementia (FTD).2 Consequently, the

definition of the term ‘‘younger onset dementia’’ was broad1

and encompassed major forms of dementia that occurred in

those younger than 65 years. It included people with early-

onset Alzheimer disease (EOAD), vascular dementia (VaD),

FTD, dementia with Lewy bodies (DLB), and dementia associ-

ated with other conditions such as Huntington’s disease,

Down’s syndrome, HIV/AIDS dementia, traumatic brain injury

(TBI), and alcohol-related dementia (ARD).

This rapid3 literature review, encompassing a broad over-

view of YOD, was commissioned by an Australian Govern-

ment agency to inform future service development. The

review examined the literature relating to the epidemiological

aspects of YOD, the issues faced by people with YOD and their

families, their needs and care requirements, and current pro-

grams and service initiatives. Our aim was to establish key

aspects for the design and delivery of effective services and

programs to meet the needs of people with YOD which have

been identified in the international literature.

The review considered social, economic, and environmental

factors that enable and support people with YOD, drawing on

information available within the community, disability, and

health care sectors. The review examined psychosocial pro-

gram and support interventions but did not include an evalua-

tion of medical and pharmacological therapies.

Methods

The literature search included peer-reviewed international academic

literature and ‘‘gray literature’’ (such as reports by government

agencies, leading community advocacy and education organiza-

tions, service providers, and other Web-based information).
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Academic Literature

Relevant bibliographic databases were searched including

MEDLINE, CINAHL, Academic Search Complete, Psycholo-

gical & Behavioral Science collection, Scopus, ProQuest Cen-

tral, Informa Healthcare, Cochrane Collaboration, and Biomed

Central. The search was limited to articles in English from the

year 2000 to current as recent research was the focus of the

review. However, where information from earlier literature was

identified as relevant, this was included.

The following search terms were included:

1. (‘‘young onset’’ or ‘‘early onset’’) AND dementia AND

NOT ‘‘elderly’’ or ‘‘older’’;

2. ‘‘Alzheimer’s’’ or ‘‘vascular dementia’’ or ‘‘frontotem-

poral dementia’’ or ‘‘Huntington’s disease’’ or ‘‘HIV’’

or ‘‘AIDS’’ or ‘‘acquired brain injury’’ or ‘‘Parkinson’s

disease’’ or ‘‘Lewy bodies’’ and ‘‘cognitive impair-

ment’’ or ‘‘neurocognitive disorder’’;

3. ‘‘community support’’ or ‘‘community care programs/

interventions’’ or ‘‘community services’’ or ‘‘commu-

nity participation’’ or ‘‘service needs’’ or ‘‘employment

participation’’ AND NOT ‘‘clinical’’; and

4. ‘‘special needs’’ or ‘‘Indigenous or Aboriginal’’ or

‘‘LGBTI’’ or ‘‘homosexual’’ or ‘‘lesbian’’ or ‘‘rural’’

or ‘‘lifestyle’’ or ‘‘living alone’’ or ‘‘homeless.’’

Term groups were then combined using AND in the following

manner: 1 AND 2 AND 3; 1 AND 3 AND 4; 1 AND 2 AND 4.

Nonacademic Gray Literature

The nonacademic literature search used terms similar to the

academic literature search, which included the following

components:

� surface Web (eg, Google);

� country searches (eg, health and community service

departments and community advocacy organizations);

� dementia-specific site searches; and

� other areas such as international conferences and profes-

sional associations.

Protocol-driven search strategies4 were supplemented with

‘‘snowballing’’ methods such as reference list and citation

searches, author searches, and hand searching of key journals.

Procedures for Study Selection and Review

Criteria for inclusion of academic and nonacademic articles

were (1) a primary or comparative focus on YOD and (2) rele-

vance to the service needs and service provision for people with

YOD. Abstracts were retrieved, examined, and reviewed for

their relevance based on the inclusion criteria by 2 researchers.

Where disagreement occurred, these abstracts were checked by

a third researcher and consensus concerning article retrieval

was reached. Full texts of articles retrieved were then rated

concerning their strength of evidence (see Appendix A). Given

the emerging nature of evidence in this research field, qualita-

tive, quantitative, and mixed methods articles were included,

but the discussion was guided by their level of evidence.

Following a thematic analysis of the studies, they were

grouped into the following areas:

� epidemiological studies concerning prevalence, inci-

dence, and survival;

� experiences of people with YOD, their carers, and

families;

� special needs groups;

� particular programs (nonpharmacological program eva-

luations); and

� service utilization and service design and development.

Review and summary tables were developed and included

details such as the author and date, location, topic, research

design, strength of evidence, study numbers, and focus.

Results

The search identified 448 documents of which 304 were

included in the review. There were 221 (73%) academic arti-

cles and 83 (27%) documents included from the gray litera-

ture. Literature was sourced from a range of countries

including Australia (31%) and international literature (69%)

with those contributions mainly being from the United King-

dom and Europe, the United States, and Canada. Overall,

53% of the articles cited here were classified as acceptable

practice or better, 43% were rated as emerging practice or

less, and 4% of the articles were considered as not applicable

for rating (eg, policy statements). These proportions reflect

the emerging nature of evidence in this field. Figure 1 pro-

vides an outline the study selection process. The results are

described subsequently in relation to the content areas

identified.

Epidemiological Studies Concerning Prevalence,
Incidence, and Survival

These studies are important as they provide an estimate of the

magnitude of these issues and are useful for service planning

purposes. The review considered 21 articles of which 52% pri-

marily presented Australian data5-16 and 44.5% international

data.17-26 Most (86%) of these articles were considered to have

an acceptable strength of evidence (see Appendix A).

However, most Australian and international estimates of

prevalence were based on pooled data arising from meta-

analyses of Western European and Northern American studies

conducted in the 1990s.5-7,10,17,18,22,25 Many of these studies

used different methods and had small samples and relatively

few studies pertained to Australasia.25 The accuracy of these

estimates is debatable, given the international differences that

have been reported.19 Awareness of YOD may have changed

in recent years, with improvements in neuroimaging technology
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and diagnostic procedures that may influence the identification

of cases with dementia.27-29

The Australian Institute of Health and Welfare (AIHW)

report7 used United Kingdom estimates17,18 for the under-60

age-group but data from a more recent meta-analysis25 for the

other age-groups. The AIHW7 estimated that there were 23 900

Australians, younger than 65 years, with YOD in 2011. Studies

by Access Economics5,10 used United Kingdom figures17,18 for

the under-65 age-group and estimated that for 2011, there were

16 239 cases of YOD.10 The differences in figures to those pro-

vided by AIHW7 may be due to differences in calculating the

rate for the 60 to 64 years age-group among other methodolo-

gical differences. The AIHW7 estimated that YOD represents

about 8% of all dementias compared with the Access Econom-

ics estimate of 6.1%.10

Limited data were found12,13,30 concerning the prevalence

and incidence of YOD in Australian Indigenous communities.

Some of these studies did not have a particular focus on YOD

or did not include persons younger than 60 years, but these sug-

gested that the prevalence of dementia may be much higher

than previously estimated.

Given the above-mentioned data, more accurate and current

Australian research concerning prevalence, incidence, and sur-

vival is required, as these estimates may have major implica-

tions for service utilization and planning.

Prevalence studies vary considerably in their estimates of

YOD diagnoses. In a United Kingdom17,18 study undertaken

in the 1990s, the major types of YOD were EOAD (34%), VaD

(18%), FTD (12%), ARD (10%), DLB (7%), and other demen-

tias (19%). A recent systematic review26 identified consider-

able variation in the proportions of the various subtypes of

YOD reported across studies. A recent Australian catchment

study15,16 reported a higher proportion of ARD.

A large French memory cohort study reported lower rates

for EOAD (22%) compared with the later onset dementia

(LOD) group, and FTD, ARD, TBI, and Huntington’s disease

were more frequent EOD diagnoses.24 Some studies have

reported a slightly greater proportion of males (52%-58%) for

the YOD groups, whereas women may be overrepresented in

the LOD groups.18,24

Some types of YOD such as ARD are potentially more pre-

ventable, and recent findings have indicated that potent combi-

nation of antiretroviral treatments for HIV/AIDS appear to

reducing the incidence of this form of YOD.31,32 This suggests

that new treatments or health promotion interventions may

have the potential to affect both the incidence and the preva-

lence of YOD and therefore future projections.11

Evidence on the impact of dementia on survival is mixed

with the average survival time from symptom onset appearing

to be 7 to 9 years, but it may range from 3 to 10 years due to

differences in diagnostic criteria, definition of onset, individual

characteristics (eg, age, sex, and comorbidities), and the type

and severity of dementia.8 People with YOD may be more phy-

sically fit at the time of their diagnosis with less comorbidity.

Figure 1. Younger onset dementia (YOD) Preferred Reporting Items for Systematic Reviews and Meta-Analyses (PRISMA) flow chart of study
selection.
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Estimated average survival ranged from 7.6 to 9.6 years from

onset of symptoms20,23 and 6.08 years from diagnosis.20

The Experience of YOD

Overall, 44% of the literature for this section was rated as emer-

ging practice or less and 75% of this literature was from inter-

national sources. Younger onset dementia commonly occurs in

people aged between 40 and 65 years. This earlier onset raised

a number of issues including loss or diminishment in roles such

as provider, parent, and spouse and the significant adjustment

to those changes that is required. Associated with the common

loss of employment, people with YOD and their families expe-

rienced problems concerning loss of income and financial

problems,1,33,34 exacerbating an already difficult situation.

A major constraint facing people with YOD was in obtain-

ing a timely and accurate diagnosis. Symptom overlap across

YOD subtypes made differential diagnosis complex and diffi-

cult.2,33 Standardized measures used to assess cognitive status

were usually not those most sensitive to dementia status.35

Problems experienced by people with YOD in obtaining a diag-

nosis (eg, time delays, initial misdiagnosis, or misrecognition

of symptoms) were commonly reported in the research litera-

ture.2,33,36-41 A recent study indicated that the time to diagnosis

for YOD from the onset of symptoms was on average 4.4 years

compared to 2.8 years for LOD.42

Evidence regarding the presence of behavioral and psycho-

logical symptoms of dementia (BPSD) was equivocal, with

some studies reporting a higher presence for some subtypes

such as FTD.27,43-48 However, BPSD were relatively common

for most types adding to the needs and care requirements for

people with YOD.17,42 The most common BPSD for the EOAD

group was apathy,42 whereas aggression and disinhibition were

more commonly reported for FTD.27,43,44

Some types of YOD such as Huntington’s disease carry a

high level of genetic transmission; Down syndrome carries a

high risk for the development of dementia, and some forms

of AD are more strongly associated with genetic risk factors.49

For such affected groups, genetic counseling will be of prime

importance.

Many of these issues were identified in the research litera-

ture that examined the experience of YOD from the perspec-

tives of people with YOD, their partners, children and carers.

Some studies50-62 have interviewed people with YOD about

their personal experience. Most could be characterized as qua-

litative thematic analyses of interviews based on small sample

sizes of 20 persons or less.52,54-56,58,59 The common issues

reported were the emotional shock of diagnosis, problems with

obtaining a diagnosis, adjusting to the diagnosis and feeling

stigmatized because of the dementia ‘‘label,’’ lack of referrals

to support services, falling between the cracks of service sys-

tems, a lack of access to age-appropriate services and pro-

grams, and financial problems. Personal challenges identified

included loss of independence, loss of employment, loss of

empowerment, role changes, and the rebuilding and restructur-

ing one’s life. Loss of empowerment was associated with the

feeling that involvement in decision making was being denied

often by well-meaning carers or service staff. There was a

strong desire expressed by many to remain engaged and in con-

trol of their lives as best they could.62

Spousal and family carers reported similar issues concern-

ing services. Early recognition and referral was seen as a major

area for service improvement by both people with YOD (94%)

and carers (69%).63

Other carer issues included managing BPSD, grief associ-

ated with the ‘‘loss’’ of spouse (the person as they were prior

to dementia), juggling the caring role with other daily life

responsibilities including employment, parenting, and difficul-

ties in making plans for the future.64-75

Earlier diagnosis was seen as important as spouses reported

that prior to diagnosis, they may have made mistaken attribu-

tions concerning their partner’s symptoms which may have

negatively affected their marital relationship.74 Many spouses

experienced social isolation76-78 and found it difficult to bal-

ance addressing their own needs with their caring role.

Relatively few studies interviewed children of people with

YOD, and the sample sizes generally included less than 15 chil-

dren.79-85 This literature78-86 mentioned perceived stigma and

associated shame/embarrassment, bewilderment, family con-

flict, high care burden, the physical challenge of caring, psy-

chological issues, and problems at school. Many children

reported undertaking a demanding caring role while facing the

developmental challenges of growing up.

Coping strategies, family cohesion, and security of attach-

ment were raised as issues. Some children reported positive

effects of their caring role83 such as maturation and the experi-

ence gained. However, these children have substantial needs

for support,87 and due to the care burden placed upon them,

they may have a potential for psychological and social disad-

vantage88,89 which needs further exploration.90

Some studies used more quantitative approaches and standar-

dized scales to assess carer burden, stress, unmet needs, the pres-

ence of psychiatric symptoms among carers, and health-related

quality of life and well-being. These studies indicated high levels

of stress and burden for carers, poorer quality of life, and unmet

needs including social isolation, depression, and anxiety.48,68,91-94

Some studies used patient carer dyads to explore these

themes,33,48,73,95 allowing patient data (eg, severity, BPSD, etc)

to be directly related to carer findings, thereby providing a

somewhat higher level of evidence. Some studies compared

YOD and LOD groups,47,75,96 but some studies had poor con-

trol of potentially confounding factors (eg, the duration of the

caring period, age, and diagnostic composition of the com-

parator groups).73,84 Although more recent studies from the

Netherlands33 have addressed the course of illness, there is a

requirement for further longitudinal research.

No studies were found that focused on the experience of

people with YOD living alone or those who had no familial

carer. There was little exploration of the experience of parental

carers for people with YOD. It has been estimated that for

dementia, overall approximately one-third of people with

dementia live alone.97 However, there were little data available
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concerning the YOD subgroup, which may be likely to have

high service needs.23,92 Premature placement in residential

care facilities may be an issue for this group which requires

exploration.

Studies focused on service experience issues21,33,36,88,98-103

noted the lack of a clear diagnostic pathway, poor provision of

information, the lack of appropriate referrals to support ser-

vices, and the high volume of informal care provided. High lev-

els of unmet needs for people with YOD in such areas as

daytime activities, communication, social companionship, inti-

mate relations, and information were reported,104 and these

were significantly associated with the level and presence of

neuropsychiatric symptoms.

These factors might suggest the earlier use of community

support services may have the potential to delay institutionali-

zation.21,105 Despite the endeavors of major advocacy organi-

zations for dementia to provide comprehensive information,

the need for clear information and advice is still a major unmet

need for carers and patients. It would be desirable if people

with YOD and their families were routinely provided with clear

written information at the point of diagnosis,103 and consider-

ation could be given to a telephone enquiry support service.106

Special Needs Groups

Integral to inclusive service planning, development and deliv-

ery for any population are considerations of any special needs

which people may have with regard to service access and

equity, in addition to the primary diagnosis of YOD. Legisla-

tion regarding this issue varies internationally, but, for exam-

ple, Australian Commonwealth legislation107 recognizes a

range of people as having special needs with regard to access

and equity, including people from Aboriginal and Torres Strait

Islander communities, non-English speaking backgrounds, and

those residing in rural and remote areas. It also includes people

who are financially or socially disadvantaged, veterans, home-

less or at risk of becoming homeless, care leavers (people who

had been raised in care homes), or lesbian, gay, bisexual, trans-

gender, and people.

There were relatively few articles (19) that addressed these

issues directly, of which only 3 articles discussed issues spe-

cific to YOD rather than to dementia overall, and 47% were

classified as representing ‘‘emerging practice’’ or lesser levels

of evidence (see Appendix A). The majority (74%) of this lit-

erature was Australian, but although the cultural mix varies

across countries that make direct comparisons difficult,108 the

broad themes that emerged are likely to be relevant in other

countries.

The key messages for these groups was to ensure the cul-

tural, linguistic, and geographic factors were adequately iden-

tified and addressed in the planning, funding, and delivery of

services. Importantly, there are people living with YOD who

may be classified under multiple special needs groups and

therefore may experience disadvantage on several fronts.41

Barriers identified included:

� lack of access to culturally appropriate diagnostic ser-

vices41,108-114 and the need for the use of culturally

appropriate assessment tools13,30,35,115;

� denial of dementia within some cultural groups105,108,110;

� lack of linguistically and culturally appropriate services

and appropriately trained staff41,109,110,113;

� lack of available information about existing

services41,110,116,117;

� privacy and confidentiality concerns108,110,118,119; and

� service access and transport availability issues – espe-

cially in rural and remote areas.41,109,110,113

Living in a rural or remote region is likely to be disadvanta-

geous because mainstream services may be scarce or nonexis-

tent, restricting both choice and access. Given the rarity of

YOD, it is highly unlikely that appropriate services for this

group with special needs would be available, particularly in

rural and remote areas.41,64,110

The literature emphasized that the needs of these groups are

complex, multifaceted, and dynamic and become more so with

the onset of dementia, reinforcing the call for person-centered,

culturally appropriate, flexible service options.

Particular Programs

A range of community-based programs and nonpharmacologi-

cal interventions were identified for people with YOD, their

carers, and families; however, the majority of the literature pro-

vided limited evidence concerning program effectiveness, and

therefore, 50% of these articles were rated as ‘‘emerging evi-

dence.’’ Recent initiatives such as INTERvention in DEMentia

(INTERDEM), an interdisciplinary European collaborative

research network on early and timely interventions in demen-

tia, are endeavoring to improve the quality of research concern-

ing the assessment of psychosocial interventions for dementia

more generally.120

Tailored physical activity programs,121-125 cognitive stimu-

lation (eg, reminiscence therapy),121,122,126-129 and cognitive

rehabilitation programs (using strengths to compensate for

impairments)120 have been shown to have positive outcomes

on cognition. Support programs, particularly those that include

both the person with dementia and the carer, were also helpful

with promising results identified for memory loss programs/

support groups.130-135

Facilitation of support groups through communication tech-

nology, such as e-mail and videoconferencing, showed some

promise for carers.78,136-138 Although people with cognitive

deficits often have difficulty with everyday technology,139

some assistive technology programs (eg, to assist with televi-

sion and telephone management) were found useful140-142 by

people with YOD.

Programs that provide active meaningful participa-

tion,114,122,143,144 horticulture,145-147 volunteering,148-150 sup-

ported workplaces,151,152 and creative expression programs153

warrant further study to clarify the design and delivery attri-

butes that are most effective for people with YOD. Recent
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evidence on supported workplaces for people with dementia

indicated positive impacts on self-esteem and life satisfaction

and when combined with reflective therapies helped to bring

about action and change within the individual.151,152 Social

groups can fill an important gap in services, providing semi-

independent activity as well respite for carers.154,155

Programs that provide individually tailored support49,105 to

people with YOD and their carers, such as case management

or a key worker and carer training,2,49,122,156-158 warranted fur-

ther research as did a self-management model for people with

YOD.159 It was also found that relatively few studies examined

the cost-effectiveness of nonpharmacological interventions for

dementia overall, and the application of these findings for the

YOD group needs further assessment.21,160

Given the limitations of the evidence underpinning pro-

grams, a culture of outcome evaluation should be developed.

This should include the use of standardized outcome measures

as well as qualitative approaches to evaluate effectiveness.

Service Utilization and Service Design and Development

As for dementia overall, few studies addressed the issues of ser-

vice utilization and the costs of illness for the YOD group17,161

or included consideration of social and informal care costs.23,162

Studies indicated the period from the onset of symptoms to per-

manent residential care placement for people with YOD was

quite long (eg, 6-9 years), and the level of informal care provided

was high, placing a significant burden on these families.23,162

Although some studies indicated a relatively high use of institu-

tional services (eg, hospital admissions, nursing home respite,

etc),17,21,43 others reported that community service use was

relatively low for this group.23,34,43,99,100,162 This may reflect

the absence of appropriate referrals to relevant support ser-

vices but may also relate to attitudinal barriers or a lack of

awareness about how these services might assist them.98,163,164

Due to the earlier age of onset, service needs for those with

YOD differ from those with LOD as many people with YOD

could still be rearing children and may still be supporting a

family financially.1 Existing services for other disease groups,

or for older people with dementia, may not have the flexibility

and applicability required to respond to the broad range of

needs a person with YOD and their family may require from

a service.17,62,88,161 For example, staff of dementia services for

older people may not be skilled in providing referral support

regarding the financial and employment issues that may arise

when a person with YOD may feel pressured into taking early

retirement.60,165 Younger onset dementia service workers need

to be able to work across sectors and link the person with YOD

to services such as income support as well as helping them

negotiate other services that may be required.

Suggested service improvements included the need for a

central contact point for services or the adoption of case man-

agement and key worker approaches2,33,105 that could provide

individually tailored, person-centered services and for existing

services to provide programs/services that are more age appro-

priate for people with YOD.50,161,166,167

The examination of the literature by Koopmans et al1

regarding YOD services and good practice models revealed

that most evidence for good practice is not based on empirical

studies, rather it is mostly the expert opinion of health profes-

sionals working with people having YOD or more recently

from consumers. Our analysis also indicated that 44% of this

literature was rated at the level of emerging practice or less.

Key themes from the literature regarding service design and

development can, however, be identified.1 The literature high-

lighted 2 key themes regarding services for people with YOD:

� At the system level, the overwhelming evidence from

the literature identified service integration as being crit-

ical. There is a need to integrate diagnostic services and

to streamline the pathway to diagnosis and to relevant

service support. The use of multidisciplinary team

approaches and the development of more effective links

between the range of services providing assistance to

people with YOD, their carers, and families along the

dementia journey are required.2,33,40,43,114,143,166,168-176

� At the service level, people with YOD need to be con-

sulted in the design and delivery of services designed

to support them. Underpinning an individualized

approach is the need for flexibility to accommodate

individual and family circumstances as they change

over time.49,105,166,173 A key requirement is the need

for age-appropriate services,49,105,143,174,177-180 pro-

viding meaningful, stimulating, and potentially bene-

ficial activities.

Some authors also recommended the introduction of spe-

cialist services for YOD,21,33,50,181-183 and such services are

increasingly available internationally. Given the relative rarity

of YOD, for countries that have vast areas of sparse population

such as Australia, access to specialist services in rural areas

presents challenges. Effective outreach strategies (eg, telecon-

ferencing, video conferencing, and Web links) will need to be

included in the design of specialist services.78,175,184 Given that

many people with YOD may not be able to directly access spe-

cialist services, local dementia and disability services staff will

also need education and training to assist both community and

residential services185 in addressing the particular needs of

YOD clients.

The key service design attributes that were identified in the

literature can be applied across a range of service types, both

specialist and generic. The features of the service model, staff-

ing, and organizational attributes are outlined in Table 1 and

could readily be incorporated into many mainstream services.

The concept of stages of the YOD disease trajectory is

reflected in the literature as a useful concept for developing ser-

vice responses for people with YOD.33,74,105,186 In Australia,

the Draft National Framework for Action on Dementia, 2013

to 2017,187 identified 4 stages of dementia that relate to service

delivery and design: risk reduction, assessment, management,

and later stages of dementia/end of life. Due to the younger life

stage of YOD, it was identified that an additional stage for
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people with YOD should be considered. Following diagnosis, a

stage of ‘‘adjustment, enablement, and engagement’’ occurs

(see Figure 2). Key elements of this stage are the adjustments

in life made in response to the diagnosis of dementia. These

include addressing their primary, family, and social relation-

ships issues; developing new skills and strategies for remaining

at work or transitioning to early retirement; and establishing

financial and legal plans for the future. If people with YOD are

appropriately supported during this critical stage, they may be

able to maintain their independence for longer as well as pre-

serving a sense of a ‘‘normality’’ and ‘‘control’’ in their chang-

ing lives.

Conclusion

This rapid3 but comprehensive literature review was underta-

ken within an Australian policy context that may limit the gen-

eralizability of some of the findings to other jurisdictions/

countries. It is also limited to English language articles so has

excluded some contributions from other countries.

However, the service principles identified are generic in

nature and so may be effectively applied to a range of YOD ser-

vice settings internationally. Effective service provision for

people with YOD in Australia will only be possible if health,

aged care, and disability service sectors work collaboratively

to provide a holistic approach to supporting people with YOD,

their carers, and families.

To strengthen the evidence, there is a need for further stud-

ies with stronger research designs, larger sample sizes, a trian-

gulation of methods of outcome assessment, and consideration

of the control of potentially confounding factors to enhance

evidence-based practice in this field.

Appendix A

Strength of Evidence188,189

1. Well-supported practice—evaluated with a controlled trial

(including cluster control) and reported in a peer-reviewed

publication with no major design flaws evident.*

Table 1. Key Service Design Features.

Individualized model of
service2,49,105

Listening to people with younger
onset dementia and their carers

Individualized service planning/
person-centered approach

Recognition of the diversity among the
many younger onset dementia
diagnostic groups and the special needs
of individuals

Ongoing needs assessment Whole of family approaches

Staff attributes2,49,166,168 Appropriately skilled and suitable
staff

An enabling and consumer-centered
approach

Effective communication

An holistic approach Case management skills Flexibility

Organizational
attributes2,49,105

Access to integrated specialist
diagnostic and ongoing
symptom management services

Cost effective and flexible fees policy Capacity building—involving people
capable of effecting change in the
process of service development

Capacity for organizational
change/responsiveness

Cultural safety Effective risk management strategies

Regionally based, integrated, and
coordinated interagency
partnerships and pathways

Ability to cater for the needs of
people in rural and remote
communities

Appropriate exit policies relating to the
suspension and withdrawal of services

Timely service provision Individualized service planning/
person-centered approach

Dementia-friendly environments Respect and consideration for clients
and carers

Figure 2. Five stages of younger onset dementia support.
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2. Supported practice—evaluated with a controlled trial group

and reported in at least a government report or similar*; sys-

tematic literature review or epidemiological study including

meta-analysis.

3. Promising practice—evaluated with a comparison to another

comparable health system or service; epidemiological studies

with acceptable methodology; literature review supported by

a systematic search strategy.

4. Acceptable practice—evaluated with an independent assess-

ment of outcomes but no comparison group (eg, pre- and post-

comparisons, postreporting only, or uses systematic

qualitative methods).

5. Emerging practice—evaluated without an independent

assessment of outcomes (eg, formative evaluation, qualitative

evaluation conducted internally; reviews of key articles not

supported by a systematic search strategy).

6. Routine practice analysis—for example, analysis of routine

and/or service utilization data for the service.

7. Opinionative articles—for example, from major advocacy

bodies, editorials, or summaries from health professionals.

8. Case study—for example, one-shot case studies or a group of

case studies that are largely anecdotal.

9. Other—for example, government policy statements and

operational manuals, general information from Web

resources, and so on.

*Where a controlled trial has design or implementation issues, this will be

noted and the strength of evidence classification will be lessened.
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