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Abstract

Objectives: This systematic review aims to investigate studies on stigma perceptions and associated factors among
caregivers of individuals diagnosed with dementia (IWD).

Methods: Studies published between January 2000 and July 2024 were searched in PubMed, Web of Science, Scopus,
and EBSCO. The Preferred Reporting Items for Systematic Reviews and Meta-Analyses (PRISMA) guidelines were fol-
lowed for the search and review process. A total of 933 studies were identified through database searching, and 12 stud-
ies were included in this review, comprising 3,467 participants. A narrative synthesis was used to describe the included
studies in terms of year, title, country, aim, participants, caregivers’relationship to the individual diagnosed with demen-
tia, type of dementia, data collection methods, scales used, research design, analytical methods, and research findings.
Results: The findings indicated that stigma is associated with caregiver burden, emotional expressiveness, quality of
life, anxiety, and psychological well-being. Regarding demographic variables, gender, age, education level, closeness
to the individual diagnosed with dementia, and income level were found to be associated with stigma. For individuals
with dementia, having frontotemporal dementia, a longer duration of dementia, and the presence of behavioral symp-
toms were associated with higher levels of stigma. It was also observed that caregivers taking breaks during caregiving
had negative effects in terms of stigma.

Conclusion: These findings suggest that stigma is a multifaceted phenomenon influenced by both individual and
contextual factors. Addressing stigma through targeted interventions, awareness campaigns, and culturally sensi-
tive strategies is essential to improve caregivers’mental well-being and strengthen support systems. Future research
would benefit from focusing on longitudinal and intervention studies to better understand the development of
stigma over time and to design effective approaches to mitigate its impact.
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t is stated that there were 55 million individuals diagnosed

with dementia (IWD) worldwide in 2020, and this number is
estimated to double every 20 years."" Dementia is an umbrella
term that includes many diseases affecting memory, thinking,
and an individual’s ability to perform daily activities. Although
there are different types of dementia, such as vascular demen-
tia, frontotemporal dementia, and dementia with Lewy bodies,
Alzheimer's disease is reported to be the most common type.

As stated, dementia is a disorder in which individuals experi-
ence difficulties in maintaining their daily lives.” These difficul-
ties create a need for a caregiver for IWD.B! Caregivers of IWD
provide care both because of this need and because they per-
ceive caregiving as their responsibility and wish to remain close
to the individual diagnosed with dementia.”! Caregiving is de-
fined as experiences that include helping and supporting the
care recipient in tasks they are unable to perform.” In addition
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to individuals who provide caregiving as a profession, there are
also informal caregivers. Informal caregiving is defined as pro-
viding care to relatives in need within existing relationships, in-
cluding family members, friends, or neighbors. It is stated that
the majority of informal caregivers provide care without receiv-
ing any payment for this activity. Informal caregivers are ex-
amined in three groups according to their degree of closeness:
spouse/partner, adult child, and others. The “others” group in-
cludes siblings, friends, and children-in-law.” In the remainder
of this study, the term caregiver refers to informal caregivers.

Caregivers provide many services to IWD, such as assisting
with eating, dressing, bathing, and toileting,”® accompanying
them to medical appointments, and managing their person-
al and financial affairs.”” As dementia progresses, the hours
devoted to caregiving increase'™ and caregivers may ex-
perience difficulties meeting even their own basic needs.!""
These challenges also cause caregivers to experience stress.!'Z
In addition to the practical difficulties of caregiving, having a
relative diagnosed with dementia and witnessing the grad-
ual deterioration of their abilities pose significant emotional
challenges for caregivers.'"¥ All of these factors can negatively
affect caregivers. Studies have shown that caregivers of IWD
experience various psychological problems, including depres-
sion, anxiety, and somatization.!'>'®

In addition to psychological distress, caregivers of IWD also
report caregiver burden.'”! It has been stated that this burden
increases further when IWD display rude, inappropriate, or un-
usual behaviors in the presence of people who are unaware
of their illness. IWD may exhibit disruptive behaviors such as
aggression and screaming.® When the cause of these be-
haviors is not recognized by others as dementia-related, such
situations can be particularly challenging for caregivers and
may lead them to feel stigmatized. Stigma is defined as “an at-
tribute that is deeply discrediting,” and it has been stated that
stigma can be directed toward demographic characteristics
(e.g., race, gender, age), physical or bodily characteristics, and
individual flaws, such as mental disorders or criminal behavior.
091 Studies have shown that IWD report experiencing stigma
and being treated negatively.”® In fact, it has been reported
that professionals working in this field may have difficulty dis-
closing the diagnosis because of stigma.f?"

When studies on stigma are examined, it is evident that stigma
is not directed solely at individuals with the disorder. Negative
societal attitudes toward people who are close to individuals
with a disorder are referred to as courtesy stigma. In addition
to courtesy stigma, individuals close to a person with a disor-
der may also experience associate stigma and affiliate stigma.
Associate stigma reflects caregivers’ perceptions of negative
social attitudes, whereas affiliate stigma is defined as the in-
ternalization of these negative societal attitudes by caregivers.

What is presently known on this subject?

- It is known that the stigma associated with a disorder is not only per-
ceived by individuals with the disorder themselves but also by those
close to them. In other words, caregivers can also experience stigma,
and this stigma is associated with various psychological problems.

What does this article add to the existing knowledge?

- Although there are studies addressing the stigma experienced by care-
givers of individuals diagnosed with dementia, review studies in this
area appear to be limited.

What are the implications for practice?

- Identifying variables associated with stigma can provide a foundation
for the development of stigma-related interventions.

22231 |n some studies, the terms stigma by association, associa-
tive stigma, and courtesy stigma are used interchangeably.*2°)

Studies conducted with caregivers of IWD have shown that
caregivers experience both courtesy stigma?® and affiliate
stigma,?”? and that stigma is associated with various forms
of distress, including caregiver burden, stress, depression,
and anxiety.”?% |t has also been stated that stigma reduc-
es the likelihood that caregivers will participate in interven-
tions aimed at reducing caregiver burden.*® Moreover, stig-
ma-related distress affects both the care provided and the
interaction with the individual diagnosed with dementia. For
example, distress associated with stigma has been shown to
negatively influence caregiving practices.®" In addition, neg-
ative emotions arising from stigma may alter caregivers’ atti-
tudes toward IWD, leading to reduced communication and
social interaction.®??

When recent review studies on stigma among caregivers are
examined, it is observed that reviews have focused on stig-
ma experienced by caregivers of individuals diagnosed with
autism,B2 epilepsy,®® psychological disorders,*¥ and schizo-
phrenia.?> Although researching stigma in dementia has been
identified as a priority in the context of caregivers of IWD,5%
studies in this area remain limited. This study aims to draw at-
tention to this gap in the literature and to create a foundation
for future research by reviewing existing studies. Accordingly,
the purpose of this systematic review is to synthesize existing
evidence on stigma perceived by caregivers of IWD and to iden-
tify associated factors. By examining these factors, the study
aims to provide insights that can inform the development of
targeted interventions, awareness campaigns, and culturally
sensitive strategies. Ultimately, this knowledge may help im-
prove caregivers’ psychological well-being, enhance the qual-
ity of care provided to IWD, and reduce the negative impacts
of stigma on both individuals with dementia and their families.

Materials and Method

Search Strategy

In this study, a systematic review was conducted to synthesize
studies on stigma perceived by family caregivers of individu-
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als with dementia (IWD). In July-August 2024, searches were
conducted for studies published between 2000 and 2024 us-
ing the keywords “dementia caregiver” and “stigma”. Searches
were performed in the PubMed, Web of Science, Scopus, and
EBSCO databases.

Inclusion and Exclusion Criteria

Studies published between January 2000 and July 2024 were
screened. The inclusion criteria were:

1. Language: Articles written in English;

2. Population: Family caregivers of individuals diagnosed
with dementia;

3. Intervention, comparator, and outcome: Studies that in-
vestigated stigma as a main variable;

4. Study design: Quantitative design.

The exclusion criteria were:

1. Article types: Non-research papers (dissertations, confer-
ence papers, reviews, scale adaptation studies);

2. Population: Studies in which participants were not family
caregivers;

3. Main topic: Studies that did not consider stigma as a key
variable.

Screening Procedure and Data Extraction

The author removed duplicates. Subsequently, the titles and
abstracts of the retrieved studies were screened. Based on the
title and abstract screening, studies eligible for full-text review
were identified. Following full-text assessment, eligible papers
were determined.

Data from each study were extracted by the author. Extracted
data included the author(s), year, title, country, aim, partici-
pants, caregivers'relationship to the individual diagnosed with
dementia, type of dementia, data collection methods, scales
used, research design, analytical methods, and research results.

Statistical Analysis

Although only quantitative studies were included, substantial
heterogeneity across studies was observed. Studies differed in
several aspects, including the closeness of the caregiver to the
IWD, the type of dementia, the scales used, and the variables
examined. This heterogeneity made meta-analysis difficult;
therefore, narrative synthesis was considered appropriate for
examining stigma and associated variables.*” Descriptive anal-
yses of sample characteristics were performed using SPSS 24.0.

)
= Total yield from database
S searching=933 in July-August 2024
8 PubMed=243
!:_E Web of Science=290
g Scopus=343
= Ebscho=57
| —
)
v
o0 Recorde after duplicates removed
| n=504
=
3
b
7]
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=y |
2
S
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D— for eligibility caregivers of dementia
n=143 patients and not invesigate
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s outcome: 24
"g . . o - qualitative study: 28
L Articles mc!udcd in this - not English: 1
review
n=12
N———

Figure 1. Inclusion PRISMA flow diagram.



Table 1. A summary of key features of incorporated studies

Country n Country n
Israel 1 Patient’s diagnosis
United States 3 Dementia 7
Iran 1 Alzheimer 4
South Korea 1 Alzheimer’s or other forms of dementia 1
TEhER 2 Alzheimer’s disease and related dementia 1
Belgium 1 Frontotemporal dementia 2
Colombia 1 Vascular dementia 1
China 1 Le.wy body dementi.a 1
Malaysia 1 Mlxeq type dementia 1
Year Sample size
<100 1
20k ! 101-200 4
2016 ! 201-300 4
AV 2 301-400 1
2020 2 601-700 1
2022 2 701-800 1
2023 3 Data collection
2024 1 Online 3
Study design Face to face 7
Cross-sectional 1 Phone or mail 1
Longitudinal 1 Phone 1
Study Selection Study Design and Methods

The Preferred Reporting Items for Systematic Reviews and
Meta-Analyses (PRISMA) guidelines were followed for the
search and review process.k® The initial search yielded 933
articles, of which 429 duplicates were removed. The author
screened the titles and abstracts of the remaining 504 arti-
cles according to the inclusion and exclusion criteria. After
title and abstract screening, an additional 361 articles were
excluded: 161 were non-research articles, 189 did not ad-
dress stigma and did not include family caregivers of individ-
uals with dementia, 2 were not written in English, 4 lacked
author names and abstracts, and 5 were scale adaptation
studies. The remaining 143 full-text articles were assessed
for eligibility, and 12 articles met the inclusion criteria. These
12 articles were included in the review (Fig. 1).

Results

Twelve studies met the eligibility criteria and were included in
this review. The characteristics and outcomes of these studies
are presented in Tables 1, 2, and 3.

Characteristics of Included Studies

The 12 studies examined were conducted between 2012
and 2024 in Israel,?® the United States,*°-%? Iran,“! South Ko-
rea,”¥ Taiwan,?#% Belgium,?* Colombia,*®! Malaysia,*"! and
China.l*®

All twelve included studies were quantitative. Eleven studies
used a cross-sectional design, and one study used a longitu-
dinal design.

Sample Characteristics

The number of participants in the 12 included studies ranged
from 82 to 727, with a total of 3,467 participants. Of these par-
ticipants, 2,101 were female and 1,340 were male. The mean
age of all participants was 48.39 years. When participants were
evaluated in terms of their relationship to the care recipient,
closeness information was unavailable in one study, whereas
it was reported in 11 studies. Among these, 620 participants
reported being the partner or spouse of the individual receiv-
ing care, and 2,082 reported being the children of individuals
with dementia. In addition to spouses and children, caregivers
also included siblings, grandchildren, children-in-law, neph-
ews, friends, and neighbors. The diagnoses of individuals re-
ceiving care were also examined. Dementia was addressed in
general terms in six of the twelve studies. One study focused
exclusively on caregivers of individuals diagnosed with Alzhei-
mer’s disease, whereas the remaining studies included care-
givers of individuals with various types of dementia.

Stigma Variables

Allincluded studies addressed the concept of stigma; howev-
er, the way stigma was conceptualized varied. Of the twelve
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physical and social burden were found to

relationship between affiliate stigma and
be associated with affiliate stigma.

psychological well-being. Affiliate stigma
was found to be strongest predictor of
positively related to caregiving burden.
Caregiving burden and psychological
quality of life.

care, time-dependent, developmental,

distress sequentially mediated the
relationship was mediated by direct

Income and gender were related to
affiliate stigma was associated with
predicted by behavioral symptoms.
Caregiver burden and well-being
support seeking.

Having regular breaks during patient

psychological well-being.
Affiliate stigma was negatively related to

quality of life, while affiliate stigma was
Caregiver and layperson stigma were

Results

Descriptive statistics, Pearson
one way analysis of variance,
Pearson correlation analysis,
Multiple linear regression

correlations, Structural

Equation Model
independent sample t-test,

Hierarchical multiple linear

U test, Kruskal-Wallis's Test,
regression

T-test, ANOVA, Mann-Whitney
Descriptive analysis,

Analysis
Path analysis

Design
Cross-
sectional
Cross-
sectional
Cross-
sectional
Cross-
sectional

Scale, an Beck Anxiety Inventory, and
Taiwan Depression Questionnaire
Form, Support Seeking, The Warwick-
Edinburgh Mental Well-Being Scale
Demographic questionnaire, Affiliate
stigma scale, Caregiver burden

21-item Affiliate Stigma Scale, Scale of
inventory

Psychological Well-Being
Questionnaire-Brief, Affiliate Stigma

Caregiver Burden Inventory,

World Health Organization QoL
Revised Memory and Behavior
Problems Checklist, ltems adapted
from the Family Stigma in AD Scale,
the Zarit Burden Interview Short

Instruments

Data
collection
method
Face to face
Face to face
Online
Online

Ellin et al., 202347
Schlag & Vangelisti,

10 Huetal., 20234
202342

Table 3. Cont.
No Author, year
12 Shietal., 2024%8

11

9

studies, six examined affiliate stigma, three exam-
ined family stigma, one examined caregiver stigma,
one examined stigma stress, and one examined
perceived stigma. Affiliate stigma was measured
using the Affiliate Stigma Scale,?? while the Affiliate
Stigma Scale (ASS) was used in one study examining
family stigma. The remaining two studies examining
family stigma used the Family Stigma-Alzheimer’s
Disease Scale (FS-ADS).*! Caregiver stigma was
measured using the Caregiver Section of the Fam-
ily Stigma-Alzheimer’s Disease Scale (FS-ADS-C).
49 Stigma stress was measured with the Family
Stigma Stress Scale (FSSS),*® and perceived stigma
was measured using the Stigma Impact Scale.b"”
Although the same instruments were used across
multiple studies, the scales were applied in ver-
sions adapted to the countries in which the studies
were conducted. Regarding administration meth-
ods, scales were administered face-to-face in seven
studies, online in three studies, by telephone in one
study, and via telephone or e-mail in one study.

Variables Addressed in Studies

When the variables examined alongside stigma in
the reviewed studies are evaluated, it is observed that
demographic variables, mental well-being, caregiver
burden, behavioral problems, spiritual coping, func-
tional status, health-related quality of life, cognitive
functioning, anxiety, depression, dementia diagnosis
and cognitive impairment, expressed emotion, qual-
ity of life, information cross-checking with doctors,
coping efficacy, coping outcomes, psychological
well-being, support seeking, well-being, relationship
satisfaction, and help with care were investigated. A
wide range of parametric and nonparametric analy-
ses were used to examine these variables.

When the reviewed studies were evaluated in terms
of caregiver gender, it was concluded that female
caregivers reported higher levels of stigma.244047
However, it was also reported that male caregivers
experienced higher levels of anxiety and care bur-
den associated with affiliate stigma compared with
female caregivers.””! Regarding age, contradictory
findings were observed. One study reported that
older caregivers reported higher stigma,*4® where-
as another study found that younger caregivers re-
ported higher levels of affiliate stigma.”?” In terms of
education level, it was reported that caregivers with
higher educational attainment experienced higher
stigma.*4 Additionally, having a middle income,
compared with low or high income, was associat-
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ed with affiliate stigma.”*”? When findings related to caregiver
closeness were examined, one study reported that partners
experienced more stigma than spouses?¥ while another
study found that adult children reported more stigma than
spouses.“? Furthermore, caregivers who took regular breaks
during the caregiving process reported higher levels of affil-
iate stigma.!“®!

When examined in terms of characteristics of individuals with
dementia (IWD), caregivers of IWD who were less dependent
in daily activities were found to report higher levels of stigma.
271 ln another study, spiritual coping and stigma-related stress
were found to have a mediating role in the relationships be-
tween impairment in daily activities of IWD and caregivers’
anxiety, depression, care burden, and the mental health sub-
dimension of quality of life.*®! In other words, impairment in
daily activities predicted stigma-related stress, and stigma-re-
lated stress predicted caregivers’ anxiety, depression, care
burden, and the mental health subdimension of quality of
life. In addition to functional dependency, it was reported that
caregivers of individuals who had dementia for a longer dura-
tion experienced higher levels of stigma.?**® With respect to
dementia type, caregivers of individuals with frontotemporal
dementia reported higher levels of family stigma compared
with caregivers of individuals with Alzheimer's-type dementia.
sl Regarding behavioral symptoms, it was reported that be-
havioral symptoms of the care recipient predicted stigma, and
stigma had a mediating effect on the relationship between
behavioral symptoms and caregiver burden.®?

Moreover, stigma experienced by caregivers of IWD was found
to be associated with caregiver burden[27,39,40] and psycho-
logical well-being.*”! In another study focusing on caregiver
burden, affiliate stigma and psychological distress were asso-
ciated with quality of life, whereas affiliate stigma was directly
associated with caregiver burden. Additionally, caregiver bur-
den and psychological distress had a sequential mediating
effect on the relationship between affiliate stigma and quality
of life.*! Similarly, another study reported that family stigma
was the most important factor associated with caregiver bur-
den and quality of life among caregivers of individuals diag-
nosed with early-onset dementia, after controlling for demen-
tia type, dementia stage, behavioral changes, and caregiver
age and education.”d! In a study examining different dimen-
sions of caregiver burden, individuals reporting high levels of
time-dependent burden, developmental burden, and phys-
ical burden, as well as low levels of social burden, reported
higher levels of affiliate stigma.®®

Finally, in a study examining coping efficacy, coping efficacy was
found to have a mediating role in the association between in-
formation cross-checking and care recipients’ health outcomes.
While coping efficacy mediated this relationship, low levels of
affiliate stigma were reported to moderate coping efficacy.*¥

Discussion

The aim of this study is to systematically review studies on
stigma perceived by caregivers of individuals with dementia
(IWD). To achieve this aim, the PubMed, Web of Science, Sco-
pus, and EBSCO databases were searched for studies conduct-
ed between 2000-2024, and the findings were examined in
accordance with the PRISMA 2020 Statement.® As a result of
this review, the characteristics and findings of 12 studies that
met the inclusion and exclusion criteria were reported.

When the 12 studies were evaluated, it was observed that they
were conducted between 2012 and 2024, with a noticeable in-
crease in studies on stigma perceived by caregivers of IWD in
recent years. Notably, 8 of the 12 studies were published be-
tween 2020 and 2024. In parallel with the global prevalence
of dementia, the studies were distributed across a wide geo-
graphical range. In this context, it is thought that the studies
were conducted in countries that can be considered both in-
dividualistic and collectivist.*@ Although this diversity can be
considered a strength, further studies are still needed, as the
experience of dementia is known to vary across cultures. For ex-
ample, in a study comparing stigma beliefs toward IWD among
Israeli and Greek university students, Israeli students reported
higher stigmatizing beliefs than Greek students.®® In another
cross-cultural study examining stigma experienced by IWD and
individuals with mild cognitive impairment, participants in the
United Kingdom reported higher stigma than those in Italy and
Poland.® Although some studies have examined cultural in-
fluences on caregiving for IWD,** further research is required.
Identifying cultural influences is also important for the devel-
opment of effective interventions. In one study, it was reported
that incorporating cultural and religious elements into inter-
ventions developed for caregivers of IWD may be beneficial.*®

When the participants in the 12 included studies were eval-
uated, 2,101 were female and 1,340 were male. The predom-
inance of female caregivers was consistent with previous
caregiver research.”” Most caregivers were partners or spous-
es and adult children of the individual receiving care, which
is also consistent with the literature.®® In addition, six of the
reviewed studies differentiated between types of dementia.
Considering that different types of dementia have distinct ef-
fects on caregivers,* making such distinctions is important,
and many previous studies have also emphasized this issue.®

In studies examining stigma among caregivers of IWD, stigma
was conceptualized as affiliate stigma, family stigma, caregiv-
er stigma, stigma stress, and perceived stigma. Affiliate stigma
has been defined as the internalization of stigma.” Family
stigma has been conceptualized as stigmatizing experiences
and perceptions of family members.*! Caregiver stigma has
been described as a subdimension of family stigma.” Anoth-
er concept, family stigma stress, refers to stigma-related stress
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experienced by family caregivers.”s Although different terms
are used, there is considerable conceptual overlap across
studies. For example, the Caregiver Stigma Impact Scale is
used to measure perceived stigma and includes subdimen-
sions such as social rejection, financial insecurity, internalized
shame, and social isolation.*" Thus, although perceived stig-
ma is assessed, aspects of internalization are also evaluated. In
terms of measurement tools, the Affiliate Stigma Scale?? and
the Family Stigma-Alzheimer Diseases Scale (FS-ADS)“! were
the most frequently used instruments. Although no review
studies specifically addressing commonly used stigma scales
among caregivers of IWD were identified, the Affiliate Stigma
Scale has been used across multiple languages and caregiver
populations, including dementia caregivers.-62

When the methods of administering the scales were evalu-
ated, it was observed that scales were administered face-to-
face in seven studies, online in three studies, by telephone in
one study, and via telephone or e-mail in one study. Studies
involving caregivers of IWD have indicated that participation
in research can be challenging for caregivers.®! As dementia
progresses, caregiving demands and time commitment in-
crease,"” which may further limit caregivers’ ability to partici-
pate in research. Additionally, caregivers experiencing higher
levels of stigma may isolate themselves from their social envi-
ronment. To protect themselves and their relatives from neg-
ative social attitudes, they may limit social interactions and
avoid public settings.®™® Consequently, individuals who ex-
perience higher levels of stigma may be underrepresented in
research. For this reason, increasing the use of online research
methods in future studies may be beneficial.

In addition to the consideration that conducting online stud-
ies in the future would be beneficial, it is also deemed neces-
sary to implement awareness campaigns. As noted by partic-
ipants, caregivers may refrain from going out, possibly due to
feelings of stigma, which further highlights the importance of
online studies.“® While expanding online research constitutes
one dimension, enabling caregivers to be outside without ex-
periencing stigma represents another. Contrary to other stud-
ies conducted with caregivers of IWD,” one of the studies
reviewed indicated that taking regular breaks from caregiving
had negative effects. When assessed from the perspective
of stigma, it is possible that caregivers use these breaks to
socialize yet may be exposed to greater stigma during such
interactions.”® Furthermore, in contrast to previous research
emphasizing that lower dependence is associated with more
favorable outcomes,® one study reported that lower depen-
dence of the care recipient was linked to greater stigma.?” It
is plausible that when people perceive the care recipient as
highly dependent, they more readily recognize the condition
as an illness, which may be associated with reduced stigma.
However, it is also well established that higher dependence of

the care recipient can lead caregivers to report negative out-
comes.® Thus, while experiencing less stigma on one hand,
caregivers may simultaneously feel overwhelmed by the bur-
den of care. For these reasons, the implementation of aware-
ness campaigns is of considerable importance. In this way,
breaks taken by caregivers could yield more positive effects.
Additionally, even if the care recipient is not highly dependent
on the caregiver, it should be recognized that an underlying
condition may still be present.

In this review, the examined studies reveal inconsistent findings
regarding the relationship between demographic variables and
stigma. While some studies found that female caregivers re-
ported higher levels of stigma,?*4%4! others indicated that male
caregivers experienced greater anxiety and caregiving burden
associated with stigma.?”? This suggests that there may be gen-
der-based differences in stigma and that stigma may be internal-
ized and expressed differently depending on gender. In terms
of age, contradictory results were also reported. Some studies
noted that older caregivers reported higher levels of stigma,2+4®
whereas another study found that younger caregivers reported
greater stigma.”””? This may indicate that different stages of the
life cycle, the meanings attributed to the caregiving role, and the
availability of social support resources influence the experience
of stigma.’”? Regarding educational level, caregivers with higher
education were found to report greater stigma.?**% This finding
may be explained by the possibility that individuals with higher
education are more sensitive to societal perceptions® or en-
gage more frequently in social comparison processes.’*”

From a clinical perspective, the findings that lower depen-
dence in daily activities,”?”? longer duration of illness,'?*4% and
specific dementia types (e.g., frontotemporal dementia)“® are
associated with greater stigma indicate that stigma is not sole-
ly a function of disease severity but may be shaped by societal
recognition and interpretation of symptoms. The mediating
roles of spiritual coping, stigma-related stress, and stigma itself
in the relationships between functional impairment, behavior-
al symptoms, and caregiver outcomes underscore the need to
address both psychosocial and emotional processes in inter-
vention strategies.*s Collectively, these findings highlight that
stigma among dementia caregivers is multifactorial, emerg-
ing from the interplay of personal attributes, relationship
contexts, and care recipient characteristics. Future research
should adopt an integrative approach to examine these fac-
tors simultaneously, allowing for more targeted and effective
interventions to reduce stigma and its adverse consequences.

The findings underscore the complex interplay between stig-
ma, caregiver burden,?”3%4% psychological well-being,*”" and
quality of life” among caregivers of IWD. Consistent with pre-
vious literature, the observed associations between affiliate
stigma, caregiver burden, and psychological distress suggest
that stigma not only exacerbates the emotional toll of care-
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giving but may also indirectly impair caregivers’ quality of life
through increased burden and distress. The identification of
sequential mediating effects further indicates that stigma
operates through multiple pathways, potentially triggering
a cascade of psychological strain that ultimately diminishes
well-being. Of particular interest is the finding that family stig-
ma emerged as a key determinant of burden and quality of life
in caregivers of individuals with early-onset dementia, even
after controlling for disease-specific and demographic factors.
48l This emphasizes the salience of societal perceptions and
social identity in shaping caregiving experiences, irrespec-
tive of clinical variables. Moreover, the association between
specific burden types (e.g., time-dependent, developmental,
physical) and higher levels of affiliate stigma suggests that
the nature of caregiving demands may influence caregivers’
internalization of stigma.*®¥ The moderating role of low affil-
iate stigma on coping efficacy provides a promising avenue
for intervention, as reducing stigma may enhance caregivers’
ability to cope effectively and, in turn, improve care recipients
health outcomes.”" Taken together, these findings highlight
the necessity of multifaceted intervention strategies that not
only target the reduction of stigma but also address caregiver
burden and coping mechanisms in an integrated manner.

7

Determining variables related to stigma may lead to the de-
velopment of interventions targeting stigma. It has been stat-
ed that further research is still needed to identify effective ap-
proaches to reduce dementia-related stigma.”® For example,
while some studies indicate that a lack of knowledge plays an
important role in stigma,”" other studies suggest that lack of
knowledge is not a determinant.’? In other words, identifying
variables related to stigma and translating them into interven-
tion components is essential. In this context, it is thought that
implementing psychoeducational and even social interven-
tions related to dementia is important.”*

When the limitations of the study are evaluated, the fact that
the search was conducted using specific keywords in selected
databases may constitute a limitation. In addition, although
the characteristics of the included articles were examined, no
assessment of study quality was performed. Considering that
11 of the included studies were cross-sectional, the findings
primarily reflect correlations and do not allow for causal infer-
ences.” Moreover, only quantitative studies were included in
this review, and findings from qualitative research were not
incorporated. In light of these limitations, there is a clear need
for longitudinal studies on stigma among caregivers of indi-
viduals with dementia. Furthermore, evaluating study quali-
ty and including qualitative research in future systematic re-
views are expected to provide more comprehensive insights.

Although dementia is a global condition,”? research in this area

remains limited. Addressing stigma experienced by caregivers
of individuals with dementia in different countries is an import-

antdirection for future studies. Conducting research on stigma
and identifying related variables may also facilitate the devel-
opment of effective interventions. The availability of valid and
reliable stigma-related measurement tools is crucial for identi-
fying factors associated with stigma. However, the scales iden-
tified within the scope of this systematic review have not been
adapted into many languages. Therefore, cultural adaptation
of frequently used stigma scales in the literature is needed.
Additionally, among the 12 studies reviewed, distinctions re-
garding dementia type and severity were limited. This is nota-
ble, as caregivers are known to experience different challenges
depending on dementia type and severity.**”* The closeness
of the caregiver to the individual diagnosed with dementia is
also an important factor.”® Accordingly, future stigma research
should more clearly address dementia type, dementia severity,
and caregiver—care recipient relationship characteristics.

Although there are studies examining stigma experienced by
caregivers,®>*4 it is striking that no prior systematic review has
specifically focused on dementia. This is noteworthy, as pre-
vious research has emphasized that stigma is a priority issue
in dementia research.’® Moreover, the increasing prevalence
of dementia worldwide and its projected rise in the coming
years further highlight the importance of dementia-related
issues.! Given that healthcare systems are already considered
insufficient under current conditions,”” it is anticipated that
systemic challenges will intensify as prevalence increases. As
a result of these systemic constraints, the need for care provid-
ed within the close social networks of individuals with demen-
tia is expected to increase. This underscores the importance
of caregiver well-being, as better caregiver well-being is asso-
ciated with higher-quality care.®" In addition to its negative
effects on caregivers’ psychological health,?#?% stigma rep-
resents one of the most significant barriers to help-seeking.
78 |In the context of a condition such as dementia, where early
diagnosis is crucial,” investigating stigma is essential to over-
coming help-seeking barriers and identifying factors related
to caregivers’ psychological health.

Conclusion

In conclusion, this systematic review addresses stigma per-
ceived by caregivers of individuals with dementia and the
factors associated with it. The reviewed studies indicate that
stigma is influenced by cultural context, caregiver—care re-
cipient relationships, and various dementia-related factors.
Despite the significant impact of stigma on caregivers, the
literature on this topic remains limited. There is a particular
need for cross-cultural studies and research that distinguish-
es between different dementia types and stages. The findings
highlight the importance of longitudinal and mixed-method
research, cultural adaptation of stigma measurement tools,
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and the development of psychoeducational and social inter-
ventions aimed at reducing stigma. As the global prevalence
of dementia continues to rise, addressing caregiver stigma is
essential not only for improving mental health outcomes but
also for enhancing the quality of care provided to individuals
with dementia. Future research should adopt integrative ap-
proaches that simultaneously target stigma reduction, care-
giver burden, and coping strategies, thereby fostering care-
giver resilience and improving outcomes for care recipients.
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