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Perspectives of community-dwelling older adults with
dementia and their carers regarding their oral health practices
and care: rapid review
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AIM: To review evidence on oral health practices, beliefs/views and experiences of community-dwelling older adults living with
dementia, including their carers.
MATERIALS AND METHODS: A search of key terms across six databases including Pubmed, Web of Science and OVID (Embase,
MEDLINE [R] and PsycINFO) and Google Scholar was conducted, supplemented by reference screening. The Mixed Methods
Appraisal Tool (MMAT) 2018 was used to assess the methodological quality.
RESULTS: Eighteen studies reported across 19 papers were included in the review. Papers largely focused on normative needs (n=
13), whilst also reporting oral health-related experiences (n= 2), practices (n= 7), and beliefs/views (n= 9), of community dwellers
with dementia. Generally, people living with dementia presented with poor oral and dental health, the exception being one
study where dental care was integrated with memory clinic services. Maintenance of oral health focused only on toothbrushing.
Overall, people living with dementia have reduced capacity for self-performed oral hygiene and high reliance on caregivers. There
was a paucity of evidence on their perceptions of oral health and quality of life, the findings of which were equivocal, with weak
evidence suggesting possible difficulty in identifying and communicating their needs. Experiences of accessing dental care, when
explored, appear to be system dependent.
CONCLUSION: There was limited research evidence on oral health-related practices, beliefs/views and experiences of people with
dementia. Recommendations for future research are presented.
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INTRODUCTION
Dementia is one of the biggest health and social care challenges
facing the world today. Globally, an estimated 50 million people
are currently diagnosed with dementia, with a predicted threefold
increase by the year 2050.1

As a neurodegenerative disorder, dementia is characterised by a
chronic decline in cognitive and motor functions, which increases
in risk with age.2 The United Kingdom (UK) reports a high level of
disease, with the latest figures suggesting an estimated 850,000
people living with a diagnosis of dementia.3 With the population
share of later-life age groups above the age of 65 years predicted
to increase to 19.8 million over the next 50 years,4 the age-related
disease burden is on the rise, including the challenges presented
by dementia. The prevalence is predicted to reach over two
million people by the year 2051, which will significantly add to the
existing economic burden of dementia which is estimated at £26.3
billion per annum to the national economy.3

A concurrent shift in the oral health profile of older adults
means that people are also retaining more of their natural
teeth. The last published Adult Dental Health Survey within
the UK, conducted in 2009, reported that 53% of adults over
the age of 85 years have retained an average of 14 natural teeth.5

Also, the volume of ‘edentate’ adults had fallen to 6%,

which represents an all-time recorded low.6 Therefore, the link
between dementia and oral health is of significant concern in an
ageing society, as good oral health is an essential component of
active ageing, social participation, communication and general
wellbeing.7

Research, albeit limited in volume, suggests that dementia is
associated with worse oral health, although a number of recent
systematic reviews highlight that the nature and direction of
association is still unclear.8,9 There is greater awareness of the
oral health challenges related to dementia, including tooth loss,
periodontal disease risk, caries risk and increased prevalence of
orofacial pain.10 Furthermore, increasing evidence also high-
lights a relationship between oral health conditions, wider
negative health and frailty in people diagnosed with dementia,
associated with systemic inflammatory responses, medication
use, dietary changes and malnutrition.11 However, similar to
people with other neurodegenerative disorders or disability,
people with dementia are at a reduced capacity to maintain
their oral health. The loss of cognitive and motor functions
restricts their ability to take care of their oral and general
health.12 Also, access to regular dental services and professional
care is increasingly challenged, due to a rapid decline in health
as dementia progresses.13 Issues unique to dementia such as,
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communication barriers, resistance, and behavioural difficulties
further restrict the type of care that can be delivered.14

Therefore, people living with dementia are at a risk of poorer
oral health and they present high treatment needs, yet timely
care access and type of care they receive is more restricted than
the general population.
While the evidence on dementia-related oral health challenges

is growing, studies so far have mostly been conducted in
residential facilities, despite the fact that most people with
dementia live in the community.15 Older people who are no
longer able to live independently are often admitted in to formal
care facilities such as nursing homes, at which stage, they
frequently present with poorer oral health and extensive dental
care needs.16 However, limited information is available about the
unique experiences of those people living in the community with
a dementia diagnosis (including their carers) to understand how
they view their health and what they do to manage their oral and
dental health. Moreover, considering that oral disease is largely
preventable and oral health can be maintained through self/home
care management and routine clinical care, the lack of
community-level focus presents missed opportunities to improve
the lives of people with dementia. An understanding of the
perspectives of community dwellers with dementia is, critical to
support timely, person-centred care that is most helpful to them in
their dementia journey. It is equally important to acknowledge the
views and voices of the carers alongside people with dementia
support a shared decision-making process.17 As research on the
perspectives of community dwellers with dementia regarding
their oral health is emerging, a synthesis and review of evidence
are thus, required. Therefore, this rapid review was conducted to
answer the following key questions:

1. What do older adults, diagnosed with dementia (and their
carers) do to look after their oral health?

2. What are their beliefs and views about oral health/oral
health care?

3. What are their oral health-related experiences?
4. What changes occur over time in their dementia journey?

The aim of this review is, therefore, to review existing evidence
on oral health practices, beliefs/views and experiences of
community-dwelling older adults living with dementia including
their carers.

MATERIALS AND METHODS
Protocol and registration
This study has been conducted systematically according to Khangura’s
methodology18 and reported according to the Preferred Reporting Items
for Systematic Reviews and Meta-Analyses (PRISMA).19 Rapid reviews
follow the process of systematic reviews with methodological adjustments
for an accelerated assessment of the latest evidence available.20 Our
review included a number of verified adaptations to a systematic review
approach (including searching key databases, study screening by paired
two groups, data extraction as a dyad and completion of review in a
narrower timeframe), whilst using the systematic and transparent
methodology to identify, screen, appraise, and analyse evidence from
relevant studies. The protocol for the study is registered under the
International Prospective Register of Systematic Reviews (ID ref:
CRD42020213431).

Eligibility criteria
The full eligibility criteria for inclusion are described in Table 1a.

Search strategy and search terms
The search strategy was informed by library support services at King’s
College London. Six databases were searched including Pubmed, Web of
Science, OVID (Embase, MEDLINE [R] and PsycINFO) and Google Scholar.
Searches were carried out in October 2020 and updated on 28 July 2021.
The search strategy included both keywords and National Library of

Medicine’s MeSH (Medical Subject Headings). Given the limited research
evidence in the field, broad search terms, identified in consultation with
the library services/librarian, were necessary to capture evidence on the
research questions. Search terms were combined using ‘OR’ and different
groups of the PICO framework21 were combined using ‘AND’ for the final
search outcome (Table 1b). Limits were applied to capture all relevant
studies published in the last 10 years and in English language. In addition,
manual citation tracking (backwards and forwards) for all included studies
was conducted to identify additional relevant publications.

Table 1. a Study inclusion and exclusion criteria. b Search term and strategy outlined using PICO framework.

(a)

Inclusion criteria Exclusion criteria

1. Qualitative, quantitative, and mixed design studies; including but not limited to
descriptive; correlational; causal-comparative/quasi-experimental studies as well
as case studies, ethnographic studies and narrative synthesis
2. Published between 2010-2020 to capture most recent publications
3. Studies including and reporting on participants with dementia (any type)
4. Studies looking at oral health practices and/or experiences and/or beliefs/views
of older adults with dementia and their carers
5. Studies including and reporting on older adults living in community settings

1. Secondary research including systematic reviews, narrative
reviews, or meta-analysis studies
2. Full-text not available
3. Not available in English
4. Grey literature
5. Studies including participants with general cognitive decline,
but dementia diagnosis (any type) not specified

(b)

OR

AND Population (Community Dwelling
People with Dementia)

Dementia, Alzheimer’s disease, Alzheimer’s disease and related disorder*,
elderly, aged

Carers, Care*

Interests (beliefs, views and
experiences)

Beliefs, views, experiences, practices, attitudes, perceptions, feelings, satisfaction,
access, barriers, impact, *health knowledge, attitudes, practice

Outcomes (oral/dental health,
practices and behaviours)

Dentistry, dental, oral health, dental care, *oral hygiene

Diet, fluoride, toothbrushing, toothpaste, denture cleaning

Limits: 2010-2020, English

The study aims to draw on experiences, practices and beliefs/views of older adults living, diagnosed with dementia (and their carers) in community settings,
therefore no direct comparator is required.; hence it is presented as PIO rather than PICO. Inormation (where available) was used to make comparisons against
the type of settings (community living versus care homes), practice (self-care versus assisted care), carer type (formal vs informal).
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The search strategy was piloted ad refined in consultation with library
services to ensure that key relevant papers were included.

Screening and study selection
Screening of the articles retrieved was conducted in three stages: removal
of duplicates, screening of title and abstracts and full-text screening. The
screening strategy was piloted among reviewers to maintain consistency
against the set eligibility criteria.
Titles and abstracts of all included studies were scanned by four

reviewers in two pairs (SK, MA, SC, and AGP). Full texts obtained for the
studies that met the inclusion criteria were then screened in duplication
(SK and MA), with disagreements resolved by consensus within the
research team. Clarification of ambiguous findings and/or incomplete data
was sought by contacting the first authors of publications.

Data extraction
Data extraction was carried out independently by two reviewers (SK and
MA) using a customised data extraction table developed a priori and pilot
tested for refinement. Differences were resolved in discussion or, if
necessary, in consultation within the wider research team. Comparative
data on participants without a dementia diagnosis and/or from non-
community-dwelling residential settings were extracted for comparison,
where available.

Methodological quality assessment
The quality of all included studies was assessed independently and in
duplication by two reviewers (SK and MA) using the Mixed Methods
Appraisal Tool (MMAT), 2018.22 MMAT uses quality scoring criteria for five
different study designs (i.e., qualitative, quantitative randomised control
trials, quantitative non-randomised, descriptive, mixed) with approximately
five criteria per study design category. It is validated for use and
assessment of the quality, reliability and risk of bias across qualitative and
quantitative, as well as mixed methods studies.23

Data synthesis and analysis
Data were synthesised using a narrative disclosure given the heterogeneity
of study design and data. Key characteristics of the studies are presented
as an overall group (e.g., study year, date, country). Data are presented as
subgroups pertaining to participant type (e.g., people with dementia,
dementia type etc.), recruitment settings, and outcomes measured.
Subgroup categorisation also includes information regarding key out-
comes (beliefs/views, practices, experiences). It also includes analysis of
longitudinal data and trends with regards to their dementia experience.

RESULTS
Study selection
The electronic search resulted in 10,789 citations. Duplicates were
removed to retain 8305 articles for abstract screening and an
additional eight papers were identified from reference list
screening. A total of 57 articles was shortlisted for full-text
evaluation, of which, 16 met the defined inclusion and exclusion
criteria and were retained for evaluation. Three additional papers
were identified from the citation tracking, which resulted in a total
of 19 papers representing 18 studies. The use of broad search
terms to capture the breadth of research in the field while
maintaining the minimum number of papers yielded many studies
which did not meet the objectives of our review and were
excluded during the initial screening. A PRISMA flow chart
detailing the process of identification, database source, inclusion
and exclusion of the studies is presented in Fig. 1.

Study characteristics
Eighteen studies and 19 papers were included in the review,
published between 2010 and 2020.24–42 Key study characteristics
are presented in Table 2a. Seventeen papers were quantitative,
which included six cross-sectional studies,25,28–30,33,35 two cross-
sectional surveys,31,34 four cross-sectional, case-control stu-
dies,26,38,40,42 three case-control studies,32,39,41 two population-
based cohort studies,33,36 one service evaluation,37 and one

prospective study.24 Whilst two studies reported a mixed-method
approach for data collection,25,27 only quantitative data were
reported in the papers.
Across all included studies, the sample size ranged from 32,35 to

34,037.36 The papers presented a wide geographical representation
with four studies from the United States of America (USA),28,29,34,41

and two in Hong Kong.32,38 Three studies across four publications
were from Brazil,35,39,40,42 and one each from China,40 Finland,32

Ecuador,31 Thailand,27 Turkey,24 Italy,30 Sweden,36 and England.37

Participants were recruited from a range of community settings
including those from dementia networks,26,35,40,42 university
hospitals or public health institutes,24,30,39 daycare centres,29,38

memory assessment clinics,27,37 national registry or local commu-
nities,25,28,31,33,34,36 or a combination of the above. 41 Out of the
four studies conducted in Brazil three,35,40,42 included participants
from the same community settings, with two papers that included
the same group of participants.40,42 The papers did not detail the
living arrangements sufficiently to distinguish between older
adults living in their own homes or in supportive housing facilities.
Fourteen papers directly included older adults with a dementia

diagnosis and only five studies included caregivers in various
capacities,26,29,35,37,39 one of which involved formal caregivers, as
represented by nurses from Memory Assessment Clinic.37

Whilst a majority of studies used standardised tools to measure
certain aspects of oral health status, there was limited information
collected on oral health beliefs/views, care experiences or self-care
practices. Dental caries was the most frequently recorded clinical
disease measure, which was assessed using the DMFT (Decayed,
Missing, and Filled Teeth) index,43 whilst oral hygiene, gingival
bleeding, plaque levels and pocket depth were used to assess
periodontal diseases. The International Statistical Classification of
Diseases and Related Health Problems (ICD-10) and Diagnostic
and Statistical Manual of Mental Disorders, 4th edition (DSM-IV)
were the most common indicators of dementia diagnosis,
whereas, the Mini-Mental State Examination (MMSE) tool,44 was
the most common proxy measure of cognitive decline. Quality of
life was most frequently reported using the General Oral Health
Assessment Index (GOHAI).

Study participants
The age range of participants with dementia ranged from 72 to 82
years old, most of whom were female. Information regarding the
type and severity of dementia in study participants was reported
in most studies, but with varied detail (Table 2a).

Oral and dental disease
Most of the studies were clinically focused and reported on the oral
and dental disease status of those with dementia.24–27,29,31–36,38,41

Generally, across all studies, the findings suggest that people
with dementia had worse oral and dental health compared to
those without dementia or their carers. The only exception to this
was the study by Srisilapanan and Jai-Ua,27 where the provision of
frequent dental appointments was made for older adults
attending memory services for dementia. Access to dental care
had a significant influence on oral health improvement for this
study population, who presented with a similar DMFT score to the
national average. Therefore, the fact that health systems for those
with dementia had made dental care accessible, their oral health
was not worse than the general population.
Generally, the absence of teeth, periodontal disease risk and

dental caries were common. Luo et al.33 found that people with
dementia had more teeth missing than those with moderate or no
cognitive impairment, even after adjusting for confounders. While
Gao et al.38 found no significant difference in some of the
periodontal disease parameters (i.e., gingival bleeding, periodontal
pockets and loss of attachment), the dementia group still had
significantly higher levels of visible plaque and caries compared to
those without dementia. Similarly, Del Brutto et al.31 reported that
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oral health was worse in people with dementia, which was directly
correlated to the number of missing teeth. People with more than
ten missing teeth presented with worse oral health. Arajulo
et al.,39 looked at both number of missing teeth and periodontal
disease status in older adults with dementia and found that this
group had worse periodontitis and more missing teeth compared
to their carers. They also frequently reported discomfort while
chewing. Similar findings were reported by Campos,40 who
showed that people with dementia had a decreased masticatory
performance, which was negatively corelated to their cognitive
function. The study found that those with more severe dementia-
related cognitive decline, also had a lower masticatory function,
which impacted their chewing capacity. Therefore, older adults
with dementia, even at early stages of cognitive decline, appear to
be at a higher risk of oral health deterioration.

The use removable prosthesis like dentures to replace missing
tooth can facilitate improvement of oral functions, depending on
how they are used and maintained. Although, denture use
patterns in older adults with dementia was explored in only a
few studies, an inconsistent pattern of denture use and an overall
poor denture hygiene was reported. The study by Campos et al.35

found that people with dementia frequently wore dentures in
both arches. However, Srisilapanan and Jai-Ua27 showed that
despite presenting with least one missing tooth, less than half of
participants wore dentures. In those who did wear a removable
prosthesis, Campos et al.35 noted that the quality of the dentures
used was very poor. In fact, Hatipogulu et al.24 reported that
people with dementia were more likely to experience issues such
as stomatitis, which was due to poor hygiene practices, including
not removing dentures at night.

Fig. 1 Prisma flow chart outlining literature search.
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In addition, Chen et al.41 reported that people with cognitive
impairment, including dementia, had more carious teeth and
retained roots compared to those with normal cognitive function.
Similar findings were also reported by Chu et al.32 who found that
people with AD presented with more carious teeth compared to
controls with normal cognition. Although most of the cases
reported by Chu et al.32 had healthy oral mucosal status, their
mean unstimulated salivary flow rate was significantly lower
compared to controls. Campos et al.42 also reported that salivary
flow rate was lower in the AD group than in the control group.
Reduced salivary flow, dry mouth and use of xerostomic
medications were shown to present a significant risk of
deterioration of oral health as evidenced by Lexomboon et al.36

who found that the use of xerostomic medication, even up to 3
years prior to a dementia diagnosis, increased the need for tooth
extraction. However, no significant associations between xeros-
tomic medication use and the need for dental restorations or
preventive procedures were found.
In terms of oral and dental health status of those with different

types of dementia, Syrjala et al.25 showed that people with AD had
more teeth than those with vascular dementia or other types of
dementia. They also presented with poorer oral hygiene, as well as
denture hygiene, compared to other dementia groups. However,
the results do not allow clear estimations of how these parameters
relate to community dwellers with different types of dementia as
only half of the total participants recruited lived in community
settings, with the rest in formal/institutional care.
In terms of decline in oral health in relation to dementia stage,

Ribeiro et al.26 showed that those with advanced AD had more
calculus and biofilm compared to people with milder dementia or
no dementia. Interestingly, Srisilapanan et al.27 showed that dental
caries was highest in the moderate dementia group, in
comparison those in mild or severe disease stages. Although the
authors attributed increased care support for those in severe
dementia stage for the observed improvement in dental caries
status, we could not find any evidence on level of care in relation
to dementia decline and oral health outcome.
Studies exploring dental health of people with dementia across

different residential settings in comparison to those living in the
community, presented limited information on varied patterns of
denture use and the number of missing teeth.29 In general, more
nursing home residents, with one and eight teeth, wore
removable partial dentures compared to community dwellers.
However, the pattern was reversed in those with more teeth
remaining, with more community dwellers reporting partial
denture use compared with nursing home residents.29

Overall, evidence suggests that older adults with dementia have
higher risk of dental caries, tooth loss and periodontal disease,
which impacts their capacity to chew and consume food.
Although a varied pattern of denture use to replace masticatory
function was noted, the prosthesis were of poor quality, with a
reported lack in denture hygiene practice. Further oral and dental
health issues, such as, reduced salivary flow and the risk of dental
extractions due to xerostomic medication use were also noted.
There was limited evidence to support the view that people

with Alzheimer’s dementia had worse oral and dental health,
compared to those with other dementia types. Also, a varied risk
of oral and dental health deterioration with respect to the
dementia severity and a difference in oral health behaviour in
relation to residential settings were noted. Even though, more
research is needed on difference in oral health risk in relation to
dementia severity and residential arrangements, a generally poor
oral and clinical dental health status was reported in the studies
we reviewed.

Quality assessment
Using the MMAT tool guidance, an overall quality score was given
for each study. Although two studies reported using a mixed-Ta
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method approach,29,31 neither provided information on qualitative
methods used or data collected. Therefore, we assessed these
papers as quantitative.
Only one,38 out of 19 papers met all of the five quality criteria

scoring a 5* rating. The remaining studies were largely
3* 24,27,32,35,36,39,41 or 4* 28,31,33,34,40,42 with the remainder scoring
2* 26,30,37 or below.25,29 Details of the quality assessed using the
MMAT criteria are presented in Table 3.

KEY FINDINGS
The major findings presented across all included studies were
explored in relation to our research questions about oral health-
related practices, beliefs and views, experiences and changes over
time of community-dwellers with dementia. Key findings are
summarised in Table 2b.

What do older adults with dementia and their carers do to
look after their oral health?
Only seven studies24,27,29,32,33,38,41 provided information regarding oral
health-related practices in those living with dementia. Information
regarding tooth brushing habits, use and care of dental prostheses
and care assistance required were obtained from the studies.

Daily oral care (with or without assistance). Studies showed that
older adults with dementia living in their own homes with
community interactions presented with poor oral hygiene practice
—with reported difficulties in their ability to self-perform daily oral
care and so they needed care-assistance. Dementia-related
cognitive and functional issues including forgetfulness, unwilling-
ness to brush, as well as lack of dexterity were identified as the
difficulties people with dementia faced in performing daily oral
hygiene practice.32

Similarly, Gao et al.38 found that only 3% of the participants with
dementia brushed their teeth daily due to difficulties with tooth
brushing. In comparison, 100% of controls without dementia
stated that they brushed their teeth every day. Also, the number
of people requiring care assistance was higher in the dementia
group compared to controls. Although, Srisilapanan and Jai-Ua27

reported that a majority of people with dementia were
functionally independent, with normal hand and arm functions,
only half of them were able to perform oral care by themselves.
The evidence was further supported by Chen et al.41 who found
that community dwellers with cognitive impairment including
dementia had a greater need for carer assistance to maintain their
oral hygiene, which was directly related to their risk of dental
caries or retained roots. In fact, the loss of ability to self-perform
oral hygiene significantly increased the risk of poor oral health in
these groups, reinforces the need for improved carer support.
Similar findings were also reported in an earlier study by Chen

et al.29 when comparing people with dementia living in different
care settings. Even though community dwellers demonstrated
better capacity for oral hygiene practice compared to those in
assisted living or nursing homes, participants living in community
required supervision, while some were non-cooperative to carer
support. In one population-based study by Luo et al.33 it was
found that older adults with dementia scored significantly higher
on Activity of Daily Living Scale (ADL) compared to people without
dementia or those with mild cognitive impartment, indicating a
greater need for care and assistance for the dementia group. In
fact, Hatipoglu et al.24 showed that low cognitive function was
more strongly related to oral and dental practices than reduced
functional assessment scores.
Therefore, regardless of their functional independence or

residential arrangements, people with dementia had poor oral
hygiene practices and relied on caregiver assistance to look after
their oral and dental health. The loss in cognitive function due to

dementia was found to be a more significant predictor of poor
oral health practice than their functional abilities.

What are their beliefs and views about oral health/oral health
care?
Although eight studies26,28,30,31,34,35,37,39 provided information on
the views and beliefs of those with dementia, they were mostly
focused on understanding their self-perceived quality of life in
relation to their oral and dental status. However, there was a lack
of evidence on their perception about the importance of oral
health care and areas of care needs.

Self-perceived oral health and oral health-related quality of life.
Across the five studies26,28,30,35,39 that assessed self-perceived Oral
Health Related Quality of Life (OHRQoL) in community residents
with dementia, the evidence varied. Lee et al.28 found that people
with mild dementia viewed and reported their quality of life as
significantly lower than participants with normal cognitive
function, even after controlling for confounders. Ciccu et al.30

identified issues such as difficulty in speaking, self-consciousness
due to oral health problems, concerns about their oral status and
limiting contact with people because of the condition of oral
health were the most significant factors which influenced how
people with dementia viewed their quality of life. In addition,
clinical parameters of periodontal disease destruction, such as
gingival bleeding and increased probing depth, were also
identified as factors that negatively impacted those with
dementia, who reported as being dissatisfied about their oral
health.30 Furthermore, Lee et al.28 found that in people with mild
dementia, higher GOHAI scores representing better self-perceived
oral health, were correlated with better clinical disease status. In
particular, the total number of decayed root surfaces was the most
significant correlate of the participants’ oral health perception,
with those with more decayed coronal surfaces reporting lower
GOHAI total scores. Therefore, we found that when asked to
subjectively evaluate their health and wellbeing, people with
dementia reported a number of clinical, functional and aesthetic
factors related to their oral health, which negatively influenced
their quality of life.
In contrast, in four, albeit smaller studies, there was evidence

that people with dementia had better perception about their oral
health, and oral health-related quality of life.26,35,39,42 Ribeiro
et al.26 found that people in severe stages of dementia scored
higher on GOHAI index, indicating that they had a more positive
view of their oral health. Although, this group also viewed their
quality of life as similar to those without dementia, they were
more reliant on their caregiver support and required assistance in
answering questions. Similarly, Araujo et al.39 found that despite
having fewer teeth and more severe periodontitis, people with
mild or moderate AD reported more positive GOHAI scores when
compared with their family members without dementia. Further-
more, Campos et al.42 found that when measuring masticatory
functions, people with AD consistently reported higher GOHAI
scores despite a compromised masticatory efficiency. These
findings raise important issues about the capacity of older with
dementia to correctly identify and communicate their needs. The
fact that despite poor oral health and dental disease status, people
with dementia seemed less aware of these issues, raises concerns
about missed opportunities to address undetected and often
preventable oral health problems.
Interestingly, Campos et al.35 noted that caregivers also had

similar views about the quality of life of those they were caring for,
and they too reported it as more favourable than clinically verified.
Although, the total GOHAI score and score for psychological
domain showed high inter-rater agreement between patient and
caregiver, domains such as speaking, biting and food consump-
tion difficulties were less strongly correlated. Therefore, the
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caregiver group was also less aware of the range of oral health
issues present.

Self-rated appearance in relation to their oral health. Only one
study reported on the views of people with dementia about their
oral health appearance.39 It showed that people in early stages of
dementia generally viewed their appearance as good, although
this changed as their dementia progressed. However, information
about how this compares to the control group, which included
their family members, was not available.39

Self-perceived social support. Lee et al.34 highlighted that people
with dementia perceived their social network as weaker and they
also had lower confidence in their social network compared to
those without dementia.

What are their oral health-related experiences?
Experience of accessing professional care. Only two studies
provided an insight into the experience of older adults diagnosed
with dementia in terms of accessing professional care. An
American based study by Lee et al.34 reported that nearly half
of all participants with dementia had no regular schedule of
attending a dentist, which was lower compared to of those
without dementia. This was also affected by the fact that most
people with dementia did not have dental insurance to cover the
treatment costs. In contrast, a study conducted in England by
Emanuel and Sorensen37 found that despite a dementia diagnosis,
older adults viewed their oral health as important and were keen
on continuing their professional care. In fact, most of participants
with dementia regularly attended a dental practice and about half
of all patients attended for regular hygienist sessions. However,
those who did attend professional services did not always receive
routine preventative care and advise including fluoride supple-
ment and dietary or oral hygiene advice. It is worth noting that
the two studies that reported on professional care attendance
were conducted in England and the USA, which have different
healthcare systems and social support provisions. Although we are
unable to draw direct comparisons or robust conclusions due to
small sample size and heterogeneity, further research in the field
is required to understand how care attendance could be
implicated by social and financial support for those requiring
care. Nevertheless, the evidence from the study in the UK shows a
clear scope to improve prevention and care for people with
dementia, even in countries with more facilitative social care
systems.

Changes over time
Only one study36 reported on changes over time and did so in
relation xerostomic medication and dental health. Although, the
change was assessed in relation to progression of dementia, they
found that use of xerostomic medication used prior to a diagnosis
of dementia (up to 3 years) resulted in poorer oral health in a
longitudinal dose-response manner.

DISCUSSION
One of the most notable findings of this rapid review is the lack of
robust research evidence on the oral health-related views/beliefs,
self-care or assisted care practices, as well as experiences of
professional care of community dwellers with dementia. This
paucity of evidence was reflected in our screening process,
whereby only 19 out of the 57 full texts reviewed met our criteria.
The main reasons for exclusion were lack of clarity regarding
inclusion of participants with dementia, with studies recording a
dementia diagnosis, but then excluding the participants from data
collection. These issues are not unique to our study as highlighted
by earlier systematic reviews, which found that people with
cognitive decline and dementia are frequently excluded from

research, due to often poorly justified concerns surrounding
safeguarding issues and ethical challenges.45,46 A move towards
more flexible research approach and adaptive study consent
strategies have made way for greater research inclusivity,47 which
also need to be reflected in practice. Also, as most of the studies
we reviewed were cross sectional or case-control, we note a lack
of longitudinal data on oral health change in relation to dementia
progression. Observational studies that are cross-sectional or case-
control in design allow collection of data at a single point in time
as a snapshot overview. However, it does not provide information
about changes over time to be captured, as allowed by a
longitudinal study design. This may be an important consideration
for studies involving those with neurodegenerative disorders
including dementia, which can rapidly progress within a short
timeframe. Moreover, normative data collected through quantita-
tive methods need to be supplemented by in depth exploration of
the perspectives of those with dementia, to support an overall
picture of their oral care needs and explore any dissonance with
reported health-related quality of life. In this regard, we
recommend future studies to consider using a longitudinal, mixed
research methods to fully capture the psycho-social aspects of oral
health care and changes over time for those with a clinical
diagnosis of dementia. Studies should also consider including the
views and experiences of their carers, both formal and informal.
Although most of the studies we reviewed were clinically

focused, they did however confirm that community dwellers with
dementia generally have poor professionally assessed oral health
(notably missing teeth, dental caries and periodontal disease risk).
To maintain good oral and dental health, daily tooth brushing,
limiting sugary diet, using fluoride supplements, as well as,
removal and cleaning of dentures are essential.48,49 Our findings
on oral health practices, where available, showed that most
people with dementia do not brush their teeth daily and they are
less able to look after their dentures due to cognitive and
functional challenges. The loss of cognitive function, even in mild
stages of dementia, may present issues with language, memory,
attention, and apraxia, which hinders their ability to self-perform
oral care.50 In addition, physical impairments, including a gradual
decline in manual dexterity and motor skills also impacts their
ability to perform oral and personal self-care.51 A generally poor
clinical disease status (which we noted, regardless of dementia
type, severity and community residential setting) is an important
indication of substandard oral care practices and a reduced
capacity for self-performed care. This is unsurprising, given our
findings, which suggested that even those who were functionally
independent required caregiver supervision. Therefore, a major
influence on the oral health practices of those with dementia is
shaped by their reliance on their caregivers, who may not have
the necessary skills, knowledge and training to provide appro-
priate oral health care.52,53 However, the lack of information
regarding the level and type of caregiver support that is available
to these community dwellers limits our overall understanding of
their daily self-care and assisted care practices to maintain their
oral health.
What people with dementia and their carers do to take care of

their mouth can inadvertently be affected by how they view their
oral health and perceive its impact on their quality of life. The
conflicting findings in self-reported oral health and clinically
verified dental status, across the different studies we reviewed,
raise important concerns about the ability of people with
dementia to recognise and communicate their oral care needs.
Issues such as progressive memory loss and personality changes
are unique to those with dementia and can have an effect on how
they view their health and wellbeing.54 Furthermore, as dementia
progresses, individual preferences and perspectives can be harder
to determine due additional communication and behavioural
barriers.55 Therefore, it is important to raise awareness of the
importance of oral health care and provide routine professional
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care for people living with dementia. It is equally important to
ensure that their primary caregiver or family members are
adequately supported to identify early signs of problems and
arrange suitable clinical care.
As a proactive approach, integrating dialogues about oral

health care at the earliest signs of cognitive decline means that
effective care pathways can be established while people are able
to partake in making decisions about their own health and health
care. Effective intervention plans will also require training carers
with a goal of promoting and maintaining health; not just the oral
health of vulnerable groups, but also the overall general health
and wellbeing of those people for whom they care.56,57 This may
be significant for those living in their own homes and commu-
nities while being looked after by informal caregivers, mostly
spouses and children, who need additional professional support
and advice on how to direct timely care across dental care
pathways.57

Access to dental services is an important concern as dental
professionals are uniquely placed to create, and maintain long-term
relations with the patients they care for, providing opportunities to
have meaningful discussions about the dental care provisions for
later disease stages.55 Dental care professionals also have an
important role of engaging and instructing carers alongside those
with dementia to implement effective oral care routine in
consideration of patient wishes and care needs.48 It is therefore
important to understand how community dwellers and their carers
engage with professional services and what services are made
available to them. Although this rapid review highlights a lack of
emphasis on professional care access, one study did provide evi-
dence that where dental services were offered as a part of routine
geriatric care, patients’ oral health status was better than the
national profile.27 Recent systematic reviews have also reinforced
the need for timely professional care using both subjective and
objective measures of health assessment, in order to capture the
range of an age-related loss of oral health function due to cognitive
and functional decline in people with dementia.58,59

Furthermore, we also note an equity dimension to care access
influenced by the socio-economic structures and payment models
for those with dementia, which could translate into care access
behaviour. Although, there are methodological and statistical
differences across studies we reviewed, which do not allow a
direct comparison, these findings do raise important questions
about health system issues and socio-economic barriers affecting
professional care access. This resonates with a recent research
paper from our research group which highlights similar challenges
and reinforces the need for efficient integrated systems that
provide a clear pathway for people with dementia to access and
navigate care services.60 Therefore, useful signposts to dementia
friendly dental services, if available, would be of significant
advantage to improve access to professional support. Also,
existing health care systems should be reviewed to provide
necessary training and support for the dental workforce who are
challenged with the critical task of supporting the health of the
most vulnerable people in society.60 Further research and action in
this field are urgently required.

STRENGTHS AND LIMITATIONS
This review has several strengths, which should be acknowledged.
First, the review process was conducted by a multidisciplinary
team containing researchers, dental and care professionals, and
public health expertise. Second, to the best of our knowledge, this
is a first review in a high priority area with emerging research
evidence. Therefore, the review provides helpful directions and
suggestions for future studies in the field.
We also acknowledge the limitation of our search strategy that

resulted in capturing a large volume of studies. The strategy was
refined in consultation with the library services to ensure that the

minimum number of papers was identified whilst gaining
maximum coverage to address the research questions. Further-
more, whilst it could be argued that the restriction to the 10-year
period may have excluded any earlier papers on the subject, the
backwards/forwards search did not reveal any further early data
for the review. In addition, inclusion of three papers from the same
author group and two from the same study may have introduced
bias, which may implicate the generalisability of findings.

CONCLUSION
Although there was evidence on the oral health care needs of
those living with dementia in their communities, there was limited
evidence on their oral health-related practices, beliefs/views and
experiences. The available evidence suggests that the oral and
dental health of this population is generally poor and their ability
for self-care (notably oral hygiene) reduces with cognitive decline.
With regards to self-perceived oral health and quality of life, the
evidence varied, with noted discrepancies in relation to their
normative care needs. Few studies also reported a low self-
perception in people with dementia, who also viewed their social
support as weak. Research evidence, albeit weak, suggests a
reduced capacity of people with dementia and their carers to
correctly identify and report oral health-related issues experienced
by this population. There was a paucity of evidence on dental care
experience with dental access appearing system dependent. Only
one study investigated changes over time and highlighted an
increased risk of oral health deterioration in relation to the use of
xerostomic medication use.
Overall, the limited evidence on perspectives of a largely

underrepresented population group with clear oral health care
needs highlights an urgent need for more methodologically
robust research in the field. Further studies should consider
mixed-method approaches, to capture multiple perspectives of
people with dementia and to bring their voice to the forefront.
Also, longitudinal studies would be useful to capture the unique
lived experiences of people living with dementia and identify how
they change over time.
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