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Access to healthcare services and
adherence to treatments for
people with dementia among
ethnic minority groups: a scoping
review

Elisa Aguzzoli*, Magdalena Walbaum and Martin Knapp

Care Policy and Evaluation Centre, Department of Health Policy, London School of Economics and
Political Science (LSE), London, United Kingdom

Background: Dementia is a leading cause of death among the older population
and requires regular engagement with primary care services, monitoring,
and specialist support. People with dementia from ethnic minority groups
face barriers in accessing adequate healthcare. Factors such as different
conceptualisations of dementia, personal beliefs, and cultural backgrounds
can influence attitudes to treatments, further increasing health inequalities and
worsening health outcomes. This research maps the evidence on access and
experiences within primary care services for people with dementia, along with
treatment adherence patterns.

Methods: A scoping review was conducted in October 2025 on Medline (Ovid),
EMBASE (Ovid), and Google Scholar, with two separate searches on access to
care and adherence to treatments. Eligibility criteria were peer-reviewed journal
articles, published from 2010 onwards, focusing on people with dementia, and
including an analysis of differences among ethnic minority groups. Studies were
assessed for quality. Data were synthesised narratively.

Results: Seventeen articles were included. People with dementia from ethnic
minority groups report lower quality care received. They are less likely to be
prescribed and receive anti-dementia medications, and they have lower
adherence rates compared to their White counterparts when these medications
are prescribed. Identified barriers to access and adherence to treatments
include cultural factors, religious beliefs, viewing dementia as a normal part of
ageing, stigma, limited language proficiency, inadequate facilities and services
not tailored to the specific needs of minority ethnic groups.

Conclusion: This research highlights persistent inequalities among people with
dementia from ethnic minority groups. More research is needed to address these
issues and fully understand the factors influencing access to care services and
attitudes towards medications among people with dementia. Policymakers and
researchers should emphasise the importance of designing and implementing
culturally tailored interventions to reduce these persistent inequalities.
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1 Introduction

Dementia is one of the leading causes of death in older age (WHO,
2025). People with dementia experience memory loss, changes in
behaviours, reduced independence, difficulties in performing daily
activities, and challenges in maintaining social relationships
(Livingston et al., 2017). Due to its neurological degenerative nature,
people with dementia often require periodic, if not constant,
supervision, regular healthcare visits, and support from unpaid carers
(Walsh et al., 2023). Managing dementia can therefore be highly
challenging for both those living with the condition and their families
(Browning et al., 2022). Recent research on unmet needs for people
with dementia emphasises the importance of accessing comprehensive
care and attending regular visits to the general practitioner (GP), as
well as considering psychosocial measures aimed at reducing
loneliness and social exclusion (Scharf et al., 2025). Well-structured
care pathways that include regular monitoring and meaningful
involvement in treatment decisions are especially valuable in the post-
diagnostic period, as they can lead to better long-term outcomes
(Frost et al., 2020). This requires monitoring of the progression of the
condition and ensuring that treatment plans are regularly revised and
tailored to the person. Despite challenges in implementation
(Wheatley et al., 2021), person-centred approaches in post-diagnostic
care are considered a benchmark of quality in dementia services
(Bamford et al., 2021; Kim and Park, 2017).

1.1 Access to primary care

Primary care serves as first point of contact for people with
dementia in the UK and plays a fundamental role in the management
of the condition. GPs are responsible for monitoring disease
progression, identifying health needs, and coordinating ongoing care.
Access to primary care also enhances health literacy and the
competencies of people with dementia and their carers over time
(Kimzey et al., 2022). However, significant disparities persist in
dementia care, particularly concerning social determinants of health,
experiences with discrimination, and unequal access to GP
consultations and routine primary care monitoring visits (Balls-Berry
and Babulal, 2022). People with dementia from ethnic minority
groups in the UK are more likely to experience barriers in accessing
healthcare services. These barriers can be attributed to difficulties
navigating the health system, limited health literacy, language barriers,
cultural conceptualisations of dementia, stigma and perceived
discrimination, denial, lack of social support and socioeconomic
constraints (Hossain and Khan, 2020; Giebel et al., 2021; Sorrentino
et al.,, 2025; Kenning et al., 2017; Stephan et al., 2018; Giebel et
al., 2024).

In this review, the term ethnic minority refers to a social group
with a shared cultural identity, which may include language, traditions,
geographic origin, nationality, religion, customs or a combination of
these (United Nations, 2018). These groups are often numerically
smaller and/or socially marginalised within a larger population (Gill
et al, 2018). Cultural meanings and cultural representations of
dementia (Hillman and Latimer, 2017) also play significant roles in
shaping perceptions of dementia. Due to its multifaceted nature and
because symptoms can greatly vary between individuals, different
ethnic groups may have different conceptualisations of dementia, such
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as viewing dementia as a normal part of ageing, often leading to delays
in seeking help and getting a diagnosis, contributing to stigma, and
resulting in lack of support (Hillman and Latimer, 2017; Giebel et al.,
2019; ADI, 2024; Milne, 2020). Perceived discrimination, which is
closely linked to medical mistrust, can further undermine service use
(Lee et al., 2009; Bazargan et al., 2021), while language barriers may
complicate communication and increase the risk of mistrust,
miscommunication, and reduced adherence to medical advice. Such
barriers perpetuate and exacerbate existing inequalities (Cooper et
al,, 2016).

1.2 Adherence to treatments

Healthcare professionals in primary care settings also play a
fundamental role in dementia management, treatment monitoring,
and decisions regarding medication regimes. Dementia-related
symptoms, such as memory loss and decline in executive functioning
can contribute to poor adherence to treatments (Kroger et al., 2017;
Smith et al, 2017), which can cause negative health outcomes,
including increased risk of hospitalisation or death (El-Saifi et al.,
2018). Factors influencing adherence include age, type of medication,
polypharmacy - defined as the regular use of several medications at
the same time (Varghese et al., 2025) — and medication costs borne by
the patient (El-Saifi et al., 2018). Additional barriers such as limited
disease-related knowledge, low health literacy, adverse effects, weak
patient-provider relationships, logistical barriers (Gellad et al., 2011),
uncooperative patients (Campbell et al, 2012), comorbidities
(Kremenchugsky and Wick, 2019), and lack of social support (Hudani
and Rojas-Fernandez, 2016) further contribute to poor adherence.

1.3 Aims of the review

This review seeks to examine how access to care, particularly
primary care, together with interactions with healthcare professionals,
cultural and social factors, and broader inequalities in access and
quality of care, influence the attitudes of people with dementia towards
treatment and their behaviours around medication adherence. Despite
the relevance of these factors, research directly addressing dementia
medication adherence among ethnic minority groups remains limited
(Arlt et al., 2008). Although access to health care is a multi-
dimensional and complex concept, here it is referred to as the
opportunity to obtain and utilise health care when it is wanted or
needed (Gulliford et al., 2002). In line with guidance from the National
Institute for Health and Care Excellence (NICE), adherence to
treatments refers to the extent to which a patient’s actions matches the
agreed recommendations (NICE, 2009). By synthesising the available
evidence, the review aims to identify gaps in the literature and
highlight potential epistemological challenges in this field.

2 Methods
2.1 Search strategy

A scoping review was conducted in October 2025 using Medline
(Ovid), EMBASE (Ovid), and a targeted grey literature search through
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Google Scholar, restricted to English-language publications from 2010
onwards. For the targeted search through Google Scholar, we reviewed
the first 10 pages, with ten records per page. To address the two main
themes of the review (1. access and 2. adherence), two separate
searches were performed following the PRISMA guideline. No review
protocol was registered for this scoping review. Based on the Office for
National Statistics (ONS) study guidelines (ONS, 2025), we avoided
race as a search terminology since it places people into categories
based on physical characteristics. Here we refer to ethnicity as a self-
defined concept. For Search 1, the following terms were utilised:
Dementia, Alzheimer’ disease, Pharmacological, Medication, Therapy,
Healthcare, Drug, Treatment, Access, Ethnic minority, Cultural
background, Ethnicity. For Search 2, the search strategy involved the
following combination of terms: Dementia, Treatment, Medication,
Therapy, Preference, Adherence, Initiation, Uptake, Alzheimer’s disease,
Ethnic minority, Cultural background, Ethnicity. Adequate evidence
was retrieved through the combination of these search terms.

2.2 Eligibility criteria, study selection, and
data synthesis

Eligibility criteria were developed using the Population-Concept—
Context (PCC) framework (JBI, 2017), with the population defined as
people with dementia, the concept as differences in access to care and
adherence to treatment, and the context as ethnic minority groups.
Eligible studies were peer-reviewed journal articles including
systematic and scoping reviews, randomised control trials (RCTs),
observational studies, and qualitative studies. Studies focused on
differences in dementia diagnosis rates and timing of diagnosis were
excluded. Studies were selected based on relevance and appropriateness
for the focus of this research. Some articles identified in Search 2 that
were relevant to Search 1 were retained. Included articles were checked
by a second reviewer; discrepancies were resolved through discussion.
One independent reviewer extracted data from the selected studies.
Study
Supplementary Tables 1, 2 on access to care and adherence to

characteristics were summarised as shown in
treatments, respectively. Extracted data included author, year of
publication, country, study design, study focus, and main findings.

The data was narratively synthesised.

3 Results

A total of 615 articles were retrieved (Search 1 n = 357 and Search
2 n=258) (see Figure 1). After removing duplicates, 490 articles
remained for title and abstract screening. A total of 43 articles were
selected for full-text screening. After full-text review, 17 articles were
retained (eleven from Search 1 and six from Search 2) (see
Supplementary Tables 1, 2).

3.1 Access

3.1.1 Dementia medication initiation

Three studies focused on anti-dementia treatment initiation
(Cooper et al., 2010; Stevnsborg et al., 2016; Jones et al., 2020). One
systematic review concluded that people with dementia from ethnic
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minority groups, once diagnosed, are less likely to access anti-
dementia medications (Cooper et al., 2010). The authors argued that
inequalities in accessing healthcare services and the quality of care
received significantly influence access to anti-dementia treatments
(Cooper et al., 2010). Similarly, a study based on a Danish registry
revealed that immigrant background is associated with a significantly
lower likelihood of receiving anti-dementia drug therapy (Stevnsborg
et al,, 2016). A UK-based study revealed that, among people with
dementia, Asian people are less likely to be prescribed anti-dementia
drugs when indicated and then receive them for, on average, 15 days/
year less compared to people from White ethnic groups (Jones et
al., 2020).

3.1.2 Inequalities in access to healthcare services

Three studies examined inequalities in access to healthcare
services (Albaroudi and Chen, 2022; Hinton et al., 2024; Subramaniam
and Mukaetova Ladinska, 2025). A study evaluating the Consumer
Assessment of Healthcare Providers and Systems (CAHPS) in the US
showed significant racial and ethnic disparities in the CAHPS scores,
with African American or Black, Asian, and Hispanic people with
dementia reporting lower total CAHPS scores compared to White
patients (Albaroudi and Chen, 2022). CAHPS measures aspects such
as access to specialists, communication, educational information,
timeliness, and shared decision-making. Hence, African American or
Black patients who report lower CAHPS scores often experience
reduced access to care, lack of trust in providers, delays in receiving
care, poorer communication with providers, limited access to specialty
services, and lower involvement in shared decision-making compared
to White people (Albaroudi and Chen, 2022).

Similarly, a scoping review of US-based studies analysing racial
and ethnic healthcare disparities for people living with dementia
found that minoritised populations are less likely to be prescribed
anti-dementia medications, use hospice care, and have a higher risk of
hospitalisation (Hinton et al., 2024). Most studies report racial and
ethnic differences not only in medication use among people with
dementia, but also in the use, costs, and quality of care received
(Hinton et al., 2024). A narrative review concluded that reduced access
to healthcare services by people with dementia from ethnic minority
groups is often a manifestation of underlying systemic disadvantages
within dementia services (Subramaniam and Mukaetova Ladinska,
2025). People from ethnic minority communities experience poorer
treatment outcomes due to the lack of culture-specific support and
efforts by local healthcare systems to minimise some of these
disadvantages (Subramaniam and Mukaetova Ladinska, 2025).

3.1.3 Barriers to access healthcare services

Five studies focused on barriers to access to healthcare services
(Hossain and Khan, 2020; Sorrentino et al., 2025; Nielsen et al., 2021;
Mukadam et al., 2011; Mukadam et al., 2013). A qualitative study on
service use conducted in Denmark highlighted the importance of
examining care practises and perceived consequences of dementia in
minority ethnic communities (Nielsen et al, 2021). These
communities face persistent barriers to accessing dementia care
services, heavily influenced by cultural factors such as limited
language proficiency and strong cultural norms, including familial
responsibility for the care of older family members and stigma
associated with mental illness and dementia. Additionally, available
services are rarely tailored to the specific needs of minority ethnic

frontiersin.org


https://doi.org/10.3389/frdem.2026.1735266
https://www.frontiersin.org/journals/Dementia
https://www.frontiersin.org

Aguzzoli et al.

10.3389/frdem.2026.1735266

[ Identification of studies via databases ]

s
= Records identified from | Duplicate records removed
E databases (n = 615) (n=125)
£
U
: |

Records screened (n = 490) — | Records excluded (n = 445)
o Regorts sought for retrieval Reports not retrieved (n = 2)
= (n=45)
=
(-5}
£
3
g }

Reports assessed for ——» | Reports excluded (n = 26)

eligibility (n = 43)

Studies eligible (n = 17)
=
D
<=
: !
9
=
5=

Studies included in review
n=17)
FIGURE 1
PRISMA diagram of included studies.

service users and are inadequate (Nielsen et al., 2021). In terms of
access to dementia services for minority ethnic groups, a qualitative
study conducted in England revealed that people experience barriers
due to their religious and cultural beliefs as well as negative past
experiences with healthcare professionals and the complexity of the
healthcare system (Hossain and Khan, 2020).

A systematic review of ethnicity and pathways to care in dementia
conducted by Mukadam et al. found that barriers to accessing
specialist help for dementia include not conceptualising dementia as
an illness, believing that dementia is a normal part of ageing,
attributing dementia to spiritual, psychological, physical health or
social causes, feeling that caring for the person with dementia is a
personal or family responsibility, experiencing stigma within the
community, and negative experiences of healthcare services
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(Mukadam et al., 2011). As they explained in a more recent review,
Mukadam et al., showed that the three main categories of barriers to
help-seeking for dementia in minority ethnic groups seem to be
knowledge-related (i.e., different beliefs about the cause and knowing
the purpose of a diagnosis); society-related (i.e., concern about stigma
and cultural expectations of looking after your own relatives); and
healthcare-related (i.e., any hesitation in approaching healthcare
professionals or any barriers within the healthcare system itself)
(Mukadam et al., 2013). Similarly, a systematic review about barriers
to access and utilisation of dementia care services in Europe classified
barriers into five categories: (1) informational and educational barriers
including lack of awareness and knowledge; (2) organisational barriers
involving poor care coordination and unclear access procedures; (3)
cultural and stigma-related barriers linked to societal attitudes
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towards dementia; (4) financial barriers associated with the high costs
of care; and finally (5) logistical barriers including limited availability
and accessibility of support services (Sorrentino et al., 2025).

3.2 Adherence

3.2.1 Differences among the population in
adherence rates

Six studies focused on differences in adherence rates and analysed
racial and ethnic differences in medication use among people with
dementia (Olchanski et al., 2023; Giebel et al., 2023; Zhu et al., 2022;
Thorpe et al.,, 2016; Pilonieta et al., 2023; Dong et al,, 2024). A
US-based study showed that initiation of anti-dementia medications
does not vary by ethno-racial group, but non-Hispanic Black people
have lower adherence compared to White people (Olchanski et al.,
2023). Another US-based study found that people with dementia from
minority ethnic backgrounds use memantine and Acetylcholinesterase
Inhibitors (AChEIs) less frequently than those from a White ethnic
background (Giebel et al., 2023). A study reported that US Black and
Hispanic people remain less likely than White people to report any
new AChEI or memantine treatment during follow-up. In addition,
among those who reported new treatment during follow-up, Black
and Hispanic participants were less likely than White participants to
be persistently treated with AChEI and memantine (Zhu et al., 2022).
This study showed that despite racial/ethnically under-represented
populations being diagnosed at a later stage and, consequently, being
more impaired at first dementia diagnosis, White people with
dementia are still more likely to be treated at any severity, magnifying
disparities in treatment (Zhu et al., 2022).

Three studies of differences in the population and adherence rates
were conducted in the US, looking at Medicare beneficiaries with
Alzheimer’s Disease and Alzheimer’s Disease-Related Dementias
(ADRD). One study reported that, among US Medicare beneficiaries
with ADRD, Black and Hispanic people discontinue anti-dementia
drugs at a faster rate compared to White people (Thorpe et al., 2016).
In accordance with these findings, another study found that Black
beneficiaries had lower medication adherence compared to their
White counterparts (Pilonieta et al., 2023). Lower AD medication
adherence was associated with individual-level factors such as race
and ethnicity, and with having more than one specialist visit (Pilonieta
et al., 2023). Another study by Dong et al., taking into account
multiple ethnic minority groups, revealed that Black, Hispanic, and
Asian/Pacific Islander patients were more likely to be nonadherent
than non-Hispanic White (White) patients in 2016 (Dong et al., 2024).

4 Discussion
4.1 Access to care services

This review highlights marked inequalities in access to healthcare
services, quality of care and treatment adherence in people with
dementia. These disparities are particularly evident between ethnic
minority groups, who often face greater barriers in accessing services.
Research shows that people with dementia among ethnic minority
groups receive poorer quality healthcare, are less likely to be prescribed
anti-dementia medications (Strooij et al., 2024), and have lower
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overall rates of anti-dementia medication use compared to White
populations. Studies exploring the reasons behind the underuse of
dementia services by minority ethnic groups have highlighted several
barriers to help-seeking, including different understanding of
dementia, cultural and social concerns, beliefs about the cause of
symptoms, difficulties in navigating the health system, stigma, and
previous negative experiences. Differences in how dementia is
conceptualised within communities further hinder help-seeking
behaviours and access to care.

These interconnected issues emphasise the need for a
comprehensive framework to understand how contextual factors
shape access to dementia care and exacerbate health inequalities. The
Health Equity Measurement Framework (HEMF) (Dover and Belon,
2019) provides a useful conceptual basis for understanding how
factors such as cultural background, beliefs, trust, and structural
barriers to health equity influence access to primary care and
medication adherence. The framework not only situates these factors
within broader contexts but also considers other important factors
that impact equity in access to care (and treatment adherence) such as
health behaviours, health beliefs, environment, perceived need,
utilisation of health-promoting resources, appropriateness, and
healthcare utilisation (Dover and Belon, 2019). Further research is
needed to elucidate the role that ethnicity, culture, and these additional
factors play in the help-seeking pathway for dementia and to design
interventions to improve equity of access to healthcare services.

4.2 Adherence to treatments

As several studies show, ethnic disparities in the uptake and
persistence of treatment remain even in controlled settings of
longitudinal research studies. These differences often have a crucial
impact on health outcomes and result in a greater burden of dementia,
particularly if untreated or treated only in the later stages. Individuals’
characteristics and beliefs about medicines influence decisions over
the uptake of the medications (Munoz et al., 2023). Often people with
dementia prioritise their quality of life, self-efficacy (Lepper et al.,
2020), and prefer retaining autonomy even when this means accepting
the risks associated with not adhering to prescribed medications (Rees
et al,, 2020). Moreover, factors such as patient refusal, early disease
stage (Podhorna et al., 2020), age, sex, socioeconomic status, costs, as
well as the extent and quality of interactions among patients,
caregivers, and providers, also influence persistence with anti-
dementia treatments (Maxwell et al., 2014). Among ethnic minorities,
the use of traditional remedies (WHO, 2023) (for example, medicinal
plants traditionally used to treat dementia) (Tewari et al., 2018) may
reflect distrust of Western medicine and may contribute to the
avoidance of prescription medications recommended by general
practitioners (Agu et al., 2019).

Barriers to treatment adherence include passive resistance, which
may manifest as refusal to initiate treatment (Dooley et al., 2019),
alongside limited knowledge, stigma, beliefs about medication
efficacy, illness perceptions (such as perceiving dementia as a normal
part of ageing), and trust in GPs (Chia et al., 2006). These factors not
only significantly influence people’s attitudes and behaviours but also
constitute significant barriers to anti-dementia medication adherence
and health-seeking behaviours, highlighting the need for further
investigation. Evidence highlights persistent inequalities in adherence
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to dementia treatments and suggests that issues related to reduced
treatment uptake among people with dementia is worth exploring. A
deeper exploration of the effect of belief-laden variables including self-
efficacy and illness perceptions on adherence patterns (Chia et al.,
2006) could also help assess whether the benefits of dementia
medications have been underestimated due to inconsistent use.
Understanding and addressing these overlooked disparities is crucial
for informing policy and designing targeted interventions aimed at
reducing inequalities and improving treatment adherence across
all groups.

4.3 Review limitations

This review focused on studies involving people with a formal
diagnosis of dementia. Consequently, factors influencing disparities
around diagnostic timing and health-seeking behaviours (e.g.,
accessing diagnostic services and obtaining a diagnosis) are not
addressed, as they fall outside the scope of this investigation. The
decision to prioritise studies involving people with a formal dementia
diagnosis is based on the assumption that disparities in diagnostic
timing have a weaker correlation with health-seeking behaviours and
attitudes towards treatments. Nevertheless, people living with
dementia who have not yet received a formal diagnosis face challenges
and disparities that need further exploration through future research.

4.4 Gaps in the literature

Several literature gaps have been identified. First, there is limited
research on how broader social environments - including cultural
background, family dynamics, personal values, comorbidities, and
lived experiences in care - interact to influence access. Existing studies
tend to focus narrowly on service availability or quality of care,
neglecting this wider context. To better understand barriers to
accessing care, a more comprehensive approach is needed. Recent
research has increasingly advocated for the analysis of group-specific
cultural values, the provision of adequate support for ethnic minority
groups, and the development of culturally appropriate interventions.
Recent studies have also highlighted a number of culturally tailored
interventions targeting carers of people with dementia, while very
little evidence refers to interventions for people with dementia (James
et al., 2020; Lim, 2024; Assfaw et al., 2025). One study evaluated a
culturally tailored dementia education programme delivered to
minority ethnic communities in Denmark, aiming to improve
knowledge about dementia and engagement with services (Nielsen et
al.,, 2022). These interventions demonstrated short-term improvements
in dementia awareness and help-seeking intentions, although evidence
on longer-term impacts on service use or treatment adherence was
limited (Nielsen et al., 2022).

Second, evidence on treatment adherence is limited. Most
research concentrates on non-adherence linked to cognitive decline
and the development of tools to mitigate these challenges. There is
little exploration of how attitudes, cultural values, and ethnicity shape
adherence behaviours in diverse populations. This gap is particularly
concerning given the role of beliefs, trust, and stigma in shaping
medication use. Addressing these issues is vital for the development
of culturally appropriate, equitable dementia care strategies.
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5 Conclusion

This scoping review highlights that people with dementia from
ethnic minority groups face persistent and systemic inequalities in
accessing adequate care services and are generally less likely to adhere
to dementia treatments. These disparities are shaped by a complex
interplay of factors operating across multiple contextual levels,
including societal, cultural, economic, political, and individual
domains. Barriers to access and treatment uptake are not only
heterogeneous and multifaceted but also deeply embedded within
broader structural inequities. More research is needed to address these
issues and better understand the factors influencing access to care
services and attitudes towards medications among people with
dementia. Policymakers and researchers should emphasise the
importance of designing and implementing culturally tailored
interventions to reduce these persistent inequalities.
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