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Social support interventions for caregivers of older adults with dementia: A
scoping review

Abstract

Background: Many studies have reported interventions to improve social
support of caregivers caring older adults with dementia; however, information
on the implementation, evaluation, and effects of these interventions is
dispersed in the literature, and an up-to-date summary is lacking.
Objectives: To identify and assess the social support interventions provided to
caregivers of older adults with dementia, and summarize the outcomes of the
interventions.
Methods: The PRISMA Extension for Scoping Reviews was adhered to, and
searches were conducted across five databases (PubMed, Web of Science,
Embase, Cochrane Library, CINAHL), from their inception through July 2024.
Results: A sum of 29 studies were chosen, and six categories of social support
for caregivers of older adults with dementia emerged across various studies,
included peer support (n = 7), counselling group intervention (n = 2), health
education (n = 2), mindfulness-based stress reduction intervention (n = 1),
individual therapy (n = 1), and multicomponent interventions (n = 16). These
interventions enhanced the social support of caregivers, and showed positive
outcomes in terms of reducing caregivers' caring burden, anxiety, depression,
and improving caregivers' coping skills.
Conclusion: This review presents the diversification of interventions that
enhance social support for caregivers of older adults with dementia. The
findings offer insights for caregivers of older adults with dementia, along with
administrators and other stakeholders, to adopt and promote appropriate social
support for caregivers.
Registration: A review protocol was registered on the OSF registries, with the
following registration doi:
https://doi.org/10.17605/0SF.I0/D9C53

Keywords
Dementia Caregivers; Social support interventions; Old adults; Scoping review.

Strengths and limitations of this study : This study only included articles

published in English and did not include grey literature or conference literature,

Quality evaluations were conducted on the included RCTs, but not on other
types of studies.

What is already known

e Better social support can improve the care quality provided by carers
and therefore the living standards of those with dementia.
e Research on interventions to reinforce social support for caregivers of
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older adults with dementia is gradually increasing.
e Many interventions to enhance social support exist, but some obstacles
remain in selecting appropriate interventions.

What this paper adds

e This study summarizes different social support interventions for carers
of older adults with dementia, considering different types of caregivers
and outcomes.

e This study identifies the advantages and barriers associated with each
intervention and provides references on how to choose an appropriate
intervention.

e The study summarizes the targeted improvement of different dimensions
of social support through different interventions, laying the groundwork
for future research on caregivers with diverse needs.
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Background

According to World Health Organization(WHO), it is estimated that there
are currently more than 55 million people with dementia worldwide and this is
expected to increase from 55 million in 2019 to 139 million in 2050 due to an
ageing society.!. Dementia will become the 7th leading cause of mortality
globally 2. As dementia is accompanied by declines in cognitive function, caring
for older adults with dementia is difficult, owing to the behavioral and
psychological symptoms 3. Caregivers may be formal or informal; with the latter
playing a crucial role in supporting older adults suffering from advanced,
terminal illnesses*. Approximately 16 million individuals serve as unpaid
caregivers, dedicating over 18.6 billion hours to assist older adults with
dementia °. Offering assistance and care to those with dementia is a demanding
task that requires significant time investment, with caregivers often sacrificing
their personal time and resources. The ongoing progression of dementia poses
considerable difficulties for family caregivers tending to a loved one®. Numerous
caregivers experience a dearth of information and community resources,
frequently expressing a sense of social isolation and insufficient social support’.
Recent research indicates that family caregivers of dementia face worse health-
related consequences, including increased perceived burden, higher rates of
depression, and a reduce quality of life in caregiving, compared with caring for
patients with other chronic conditions?8.

Social support refers to subjective or objective effects on individuals of
various social relationships embedded in social networks °, and comes from all
aspects of society, including emotional, specific, and informational support 1,
and social support encompasses the exchange of emotional
connections(affection, love, admiration, and respect), affirmation (agreement,
acknowledgement of the appropriateness of an action, statements, or
perspectives), and assistance(provision of resources, financial support,

Page | 3
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information, guidance, or favors)''. This concept describes the consistent social
engagement between individuals and groups with shared values, serving as a
source of mental motivation, feedback, assistance, and material support’2. In
theoretical terms, social support framework can be seen as a provider-centric
model, where one or more people or network participants offer valuable
assistance to the beneficiary'3. Social support provides a defense against
stress, developing psychological resilience and advancing coping strategies’4-
16, Social support has also been used as a moderating variable between stress
and mental and physical well-being'”-18.

As an external resource, social support can contribute to enhancing the
physical well-being of caregivers'®20, The substantial stress of caregiving
responsibilities may exacerbate negative emotions like anxiety and depression
among caregivers, adversely affecting their mental and physical well-being and
potentially diminishing the quality of care provided?'. Moreover, the demands
of caregiving role may increase loneliness??. Social support is crucial to one’s
well-being; however, due to stigma, caregivers are often reluctant to pursue
social support, and this isolation can further aggravate their caregiving load®:.
Lacking social support, social isolation leads to limited personal activities and
decreased caregiver overall life quality?'.Such factors severely affect the
caregivers’ physical and mental well-being, increasing the potential for heart-
related diseases?4.

It is especially important to provide social support interventions to those
caring older adults with dementia, who frequently rely on their social networks
for help?®. Social support interventions include peer support and counselling,
which can be delivered in individual, group, or mixed formats 6. Interventions
such as psychological training, therapeutic treatments, and self-care programs
have been shown to reduce stress associated with behavioral and emotion
issues?’. In England, for those caring for advanced dementia, respite care is

commonly the top choice?®. In terms of delivery of interventions, computer
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networks have been a key methods since the 1990s.As technology becomes
more prevalent in caregiving, the delivery of social support through computer
has become a natural development?®. Caregivers of dementia can use digital
and telecommunication platforms to access emotional support, gather essential
information, and attain a level of respite from emotional strain?6.As social
support improves, individuals find it easier to deal with life’s challenges.
Concurrently, a study has discovered that the satisfaction levels of social
support greatly affects Korean American caregivers’ attitude towards dementia
people®. Despite the availability of numerous social support interventions for
dementia caregivers, information on the evaluation and implementation of
social support is dispersed in the literature, hampering the substantiation of the
effectiveness of social support interventions.

This scoping review aimed to integrate social support research currently
applied to caregivers of older adults with dementia. This scoping review 1)
summarizes the types of existing research evidence, such as studies on social
support and evaluation of research populations; 2) provides an overview of the
key points of social support interventions and the significant involvement of
caregivers in the development and research processes; and 3) assesses the

efficacy of documented interventions of social support for caregivers.

Methods

Research questions
The review targeted the subsequent research questions: (1) What types of
support are designed to improve caregivers of older individuals with dementia’s
social support? (2) What types of tools are utilized to assess social support and
what outcomes were evaluated? (3) What effects are observed after utilizing

these interventions for caregivers of older adults with dementia?
Search strategy

The Preferred Reporting ltems for Systematic Reviews and Meta-Analyses
Page | 5
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extension for Scoping Reviews (PRISMA-ScR) checklist 3! served as a
framework for presenting the result. This study followed the requirements of
Arksey and O’Malley’s methodological framework 32, which includes: 1)
identifying the research question, 2) searching for relevant studies, 3) selecting
studies, 4) charting the data, and 5) collecting, summarizing, and reporting the
results. To identify the evidence in this field by mapping out the existing
research on this topic, we conducted searches across five key databases:
PubMed, Web of Science, Embase, Cochrane Library, and CINAHL. The
search strategy aimed to identify studies meeting the inclusion criteria. A
preliminary search was performed to locate relevant literature on the topic (see

the search strategy section). The keywords “dementia caregivers,” “social
support,” and “intervention” were comprehensively searched to find pertinent
evidence from the inception of the databases up to July 2024.
Eligibility criteria

This scoping review encompassed research on social support
interventions aimed at for caregivers of older individuals with dementia.
Interventions which were designed to target caregivers of older individuals with
dementia, at the same time reported social support outcomes. Only original

intervention studies with full texts were included. Inclusion was also limited to

English language published literatures.
Exclusion criteria

Studies in which the full text was unavailable, vital information was
completely lacking, or without an explicit methodology were excluded; studies

not published in English were not included in this review.
Types of sources

Consistent with the review questions, this scoping review incorporated
intervention studies, including randomized controlled trials (RCTs),

nonrandomized controlled trials (NRCTs), and mixed-methods studies.
Study selection

Citations were imported into EndNote X9 citation management software,

Page | 6
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and duplicates removed. Two researchers independently conducted the
preliminary screening of eligibility based on the titles and abstracts. Following
that, they independently reviewed the full texts for further assessment against
the predefined inclusion and exclusion criteria, and meticulously documented
the rationale for the exclusion of any studies. Exclusion criteria were
documented, and there was unanimous consensus on the articles that were
incorporated into the review. The search results are presented in the Preferred
Reporting Items for Scoping Reviews and Meta-analyses (PRISMA) flow
diagram (Figure 1). Discrepancies among the authors were addressed through

consultation with an additional reviewer.
Data extraction

A standardized data chart was created in Microsoft Excel based on Arksey
and O’Malley’s data extraction form 32, after consultation between all authors to
extract data from the included records. Two investigators separately collected
pertinent information from the eligible studies. A Microsoft Office Excel table
was designed, and two reviewers independently extracted details, including
information obtained in the studies covering authors’ name, country of origin,
publication year, study design, characteristics, sample size and assessment
tools, intervention strategies (i.e., intervention types, frequency, tools, and
outcomes), main findings, and the limitations of the study. Any disagreements

were adjudicated by an additional independent reviewer.

Results

Overview of findings

The initial search identified 2989 relevant citations (Fig.1). After the
deduplication process,1869 articles were selected for inclusion. Following the
review of titles and abstracts, 180 studies were chosen for further assessment
in full-text review. Among these, 143 articles were ruled out for the following

reasons: research designed with protocols (n = 36), participants did not fulfill
Page | 7
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the eligibility criteria (n = 24), outcomes that did not include social support (n =

52), not published in English (n = 25), missing full texts (n = 8). Ultimately, 29

studies were incorporated in this scoping review. Figure 1 illustrates the

PRISMA flow diagram detailing the screening process. Regarding the article for

which the full text cannot be obtained, attempts have been made to contact the

author, but no response has been received.

Records removed before
screening:

Duplicate records
removed

(n=1120)

Records excluded

(v — 1£00 \

Reports not retrieved
(n=8)

Fig.1 PRISMA flow diagram

Study characteristics

Page | 8
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(4) Non-English
literature (n = 25)
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8)
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A total of 29 studies were published spanning the period from 1988 and
2024. Among these, 14 studies were RCTs 22:26.33-44  gjght were NRCTs 45-52,
and seven were mixed methods studies °3-5°. The majority of the studies were
carried out in the United States (n = 19), Europe (n = 10), Oceania (n = 1), and
Asia (n = 1). Table 1 provides an overview of the of the fundamental details of
the included studies. From the perspective of intervention settings, two studies
were conducted in long-term care institutions 2234, nine in the community
26,33,454849,51,535457 and 18 in older adult's homes 35-444647,60,5255565859 The
total sample size of caregivers was 4213, ranging from 12 to 494, with a median
of 85 cases. Most studies focused on family caregivers of older adults with
dementia. Regarding the target population, studies were implemented in a
multicultural context: three studies specifically examined social support
interventions for African American dementia caregivers 53555 one focused on
caregivers with Turkish and Moroccan backgrounds living in the Netherlands 44,
and one investigated how to enhance social support among Chinese Canadian
caregivers %9. Although some studies were conducted in facilities such as day
centers, clinics, hospitals, or communities, the target population was still family
caregivers of dementia, and it should be highlighted that one study

concentrated on spousal caregivers°.
Quality appraisal

This article conducted a quality appraisal of the included RCT, and more
than 60% of the studies that were included were assessed to have a low risk of
bias in the subsequent domains: 1) sequence generation; 2) incomplete
outcome data; 3) selective reporting. However, less than 50% were rated as
low risk for the method of: 1) allocation concealment; 2) blinding of participants
and personnel; 3) blinding of outcome assessment; and 4) other potential

biases were unclear (Fig. 2).
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5 | & . . . . . . . - . . Rahdom sequence generation (selection bias)
)
-~ . . -~ . -

Mils F. Topfer et al. 2021

Réjean Hehert etal 2003

Raobin R. Whitehird etal. 2013

® 00O e e -~ e e 0 ® @ ®|nonisteoutonsdataatrion bias)

® 0 =00e:>0e0-

200 =0

® 0 :-
-

Wai Tong Chien et al. 2011

Fig.2 Risk of bias graph.
Table 1 Characteristics of included studies

Author Year Country Design Setting Sample
Mixed
Xu et al. 2023 USA Community 20
methods
Blackberry et Mixed Rural
2023 Australia 113
al. methods community
Glueckauf et 2022 USA Mixed Home 12
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Author Year Country Design Setting Sample
al. methods
Berwig et al. 2022 Germany RCT Facility 280
Christie et al. 2022 Netherlands RCT Home 96
Mixed
Fields et al. 2021 USA Home 16
methods
. Italy, Poland,
Szcze sniak Mixed
2021 UK, Community 141
et al. methods
Netherlands
Topfer et al. 2021 Germany RCT Home 51
van Wezel 2021 Netherlands RCT Home 340
David
Gustafson Jr 2019 USA RCT Home 26
et al.
Czaja et al. 2018 USA Non-RCTs Community 146
Wilkerson et
| 2018 USA Non-RCTs Home 60
al.
Mixed
Smith et al. 2018 UK Home 16
methods
Tremont et
| 2017 USA RCT Home 250
al.
Lykens et al. 2014 USA Non-RCTs Community 494
Whitebird et
| 2013 USA RCT Home 78
al.
Bass et al. 2013 USA RCT Community 486
Czaja, et al. 2013 USA Non-RCTs Home 110
Easom et al. 2013 Georgia Non-RCTs Rural home 83
Nichols et al. 2011 USA Non-RCTs Home 127
Marziali et al. 2011 Canada Non-RCTs Community 91
Wai Tong
2011 China RCT Home 92
Chien et al.
Tompkins et
| 2009 USA Non-RCTs Community 367
al.
Mixed
Chiu et al. 2009 Canada Home 35
methods
Bank et al. 2006 USA RCT Community 41
Roth et al. 2005 USA RCT Home 406
Hébert et al. 2003 Canada RCT Home 158
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Author Year Country Design Setting Sample
Mercedes et
| 2002 Colombia RCT Day centers 58
al.
Robinson et
I 1988 USA RCT Home 20
al.

Theoretical frameworks utilization research design

Among the 29 studies in this review, eleven were guided by six categories
of theories to design their research: the Stress Process Model, Sociocultural
Stress and Coping Model, Stress-appraisal Coping and the Crisis Model, Role
Transformation Framework, Rural Nursing Theory, Tolsdorf’'s Conception of
Social Support. Among these, four studies followed the Stress Process Model
33455055 three studies were guided by the Sociocultural Stress and Coping
Model 385356 one study followed Lazarus and Folkman’s Stress-Appraisal
Coping model and the Crisis Model of Moos and Tsu 7, one study was guided
by the Framework of Role Transformation %2, another implemented the Rural
Nursing Theory 47, and another one was based on Tolsdorf's Conception of
Social Support 36. Furthermore, other 18 studies did not mention use of a

theoretical framework.
Social support measurements

As shown in Table 2, a total of 21 methods were used to measure social
support, the most commonly used was the Medical Outcomes Study (MOS); a
total of 5 studies used this scale. MOS is a multidimensional, self-managed,
and brief survey developed patients to measure social supportt?. The
Multidimensional Scale of Perceived Social Support (MPSS) was utilized in four
studies; another four studies extracted 10-21 items ranging from three different
broad scales to measure social support. Others were self-developed scales;
examples include a 13-item questionnaire consisting of four domains —
satisfaction with support, social support network, received support and negative

interactions — to understand the situation of social support; the Interpersonal
Page | 12
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Support Evaluation List (ISEL); a brief form of the Perceived Social Support
Questionnaire (F — SozU), which assesses the extent of social support;
experiences of emotional and practical support; social relationships; social
support network; social support questionnaire; supporting resources; social
support from the perspectives of satisfaction and formal support; social support
questionnaire; the Inventory of Socially Supportive Behaviors; and Norbeck's
Social Support Questionnaire (NSSQ). Table 2 indicates that the majority of

studies failed to report on the reliability and validity of their tools.

Table 2. Social support measurement tool

Cronbach’s
Name Scale alpha

Cerquera et al.,
2021,

Blackberry et al.,
2023;

Gustafson et al., Medical Outcomes Study
2019: (MOS) 0.736-0.921
Whitebird et al.,

2013;

Wilkerson et al.,
2018;

Chiu et al.,
2009;

Multidimensional Scale of
Perceived Social Support NM
(MPSS)

Christie et al.,
2022;

Marziali and Garcia,
2011;
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Smith et al.,
2018;

Czaja et al.,
2013;

Easom et al.,
2013;

Lykens et al.,
2014;

Nichols et al.,
2011;

Fields et al.,
2021;

van Wezel et al.,

2021;

53-

Glueckauf et al.,
2022;

Berwig et al.,
2022;

Szczesniak et
al.,2021

Topfer et al., 2021

Page | 14

10-21 items from three
different broad scales
measuring social support

self-developed scales

13-item questionnaire
consisting of 4 domains:
satisfaction with support,
social support network,
received support and negative
interactions

Social support: the
Interpersonal Support
Evaluation List (ISEL)

brief form of the Perceived
Social Support Questionnaire
(F — SozU) to assess the
extent of social support

experiences of emotional and
practical support

social relationships

NM

NM

NM

0.92

0.90

NM

NM

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

‘salfojouyoal Jejiwis pue ‘Bulurel |y ‘Buiuiw elep pue 1xal 0] pale|al sasn 1o} Buipnjoul ‘1ybliAdoo Ag paloaloid

* Jooyosaboysnwsel]


http://bmjopen.bmj.com/

oNOYTULT D WN =

Social support interventions for dementia caregivers

Roth et al., 2005

Czaja et al.,2018

Bass et al., 2013

Chien and Lee, 2011

Bank et al., 2006
Tompkins and

Bell,2009

Hébert et al.,2003

Robinson,1988

BMJ Open

social support network

social support questionnaire

supporting resources

social support from the
perspectives of satisfaction
with social support and formal
support

support questionnaire

The Inventory of Socially
Supportive Behaviors

Norbeck's Social Support
Questionnaire (NSSQ)

NM

NM

NM

NM

NM

NM

NM

NM: Not Mentioned

Social support interventions

As shown in Table 3, six types of social support interventions were used to
improve social support: peer support (n = 7), counselling group (n = 2), health

education (n = 2), mindfulness-based stress reduction (n = 1), individual therapy

(n = 1), and multi-component interventions (n = 16).

Peer support
Peer support refers to the participants receiving intervention courses
together with peers or volunteers with caregiving experience. Eight studies
used peer-support interventions. Two studies were RCTs, and six were mixed
methods. The shortest intervention duration was four hours 44, while one study

lasted 24 weeks, one implemented the intervention in three steps over 32
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weeks %4, and most studies chose six months as the duration of the
intervention34.53.58_ The intervention time for one study was three months %6, and
that of another study was six weeks 2. From the included studies, three studies
showed an improvement in perceived social support345.58 one study showed
an improvement in satisfaction with social support®3, one study showed an
improvement in emotional and informational support®2?, and one study
mentioned an increase in support from home care staff, however, the
improvement in support from family, friends, neighbors, and advice from
doctors was not significant*4, and one study showed an improvement in overall
social support>4.

Counselling group intervention

The counselling group intervention included caregivers participating in
support groups that provided personal and family consultations. Two studies
used group counselling interventions, both of which were RCTs. The durations
were 12 months 3% and 6 months 2. In those two studies, one mentioned a
significant improvement in the utilization of community support services by
caregivers, but there was no significant improvement in the utilization of
community services and medical resources by the care recipient2. Another
study mentioned that there were 11 indicators of social support, of which 8

showed significant improvement3°,
Health education

This intervention included a social skills program providing health
education related to dementia care to improve care skills and confidence, and
comprised 12 hours of sessions designed to accomplish diverse goals for
caregivers (e.g., developing emotional tolerance, acknowledging the disease,
and taking control). Two studies used health education interventions, one of
which was an RCT, while the other was a non-RCT study. The intervention
duration were 2 months 3¢ and 12 hours %', respectively. One study reported a

significant increase in service usage®', while the other study reported no
Page | 16
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significant increase in social support36.
Mindfulness-based stress reduction

The content encompassed the caregiver receiving guidance on
mindfulness principles and engaging in meditation and gentle yoga sessions,
all facilitated by an instructor specialized in mindfulness-based stress reduction,
on a weekly basis. One RCT reported a mindfulness-based stress reduction
intervention. The duration was two months 41, this study reported that the

intervention significantly improved caregivers' social support.
Individual therapy

The caregivers participated in an expanded Tele.TAnDem program,
consisting of 12 individual therapy sessions (each lasting 50 minutes)
conducted via telephone across six months period*3. The 12-session program
consisted of 10 therapeutic modules. This study reported the 3-year follow-up
results, which showed that informal caregivers experienced a notable reduction
in caregiver burden, an enhancement in quality of their social relationships, and
improved their ability to manage the behavioral issues of the individual with
dementia, this intervention significantly improved social relationships, but did

not show significant improvement in service usage.
Multi-component interventions

Multi-component interventions integrate psychological education,
systematic communication, and physical therapy. Sixteen studies used multi-
component interventions, of which six were non-RCTs, seven were RCTs, and
three were mixed methods. The shortest intervention duration was two months
(Cerquera Cérdoba et al.2021), the longest was 18 months 26, and the most
common intervention duration was six months 37:40.4547.48.50.59  Among the 16
studies mentioned above, a total of nine studies reported a slight increase in
social support without statistical significance, but also pointed out that the
interventions were in the correct direction26:35.37.39.4547.485059  Qne study
reported an increase in overall social support3®, one mentioned that the

intervention improved the perceived social support of caregivers®, one
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mentioned an increase in emotional support’’, and another mentioned a
significant increase in support resources?3. Meanwhile, one study reported an
increase in social support satisfaction*®, another study proposed that social
support were associated with lower stress response to cope with the care
recipient's decline in function and cognitive impairment*®, by the way, one study
showed that the intervention group’s utilization of family services was

significantly decreased?.

Intervention outcomes
In addition to improved social support, 9 studies showed that intervention
reduced caregiver depression33.34.41:45.48,50,51,55,59 8 studies reported a reduction
in caregiver burden36:4546.48.50,52,5253,57 = 3 gstudies reported intervention
measures reduced stress3341.52 2 studies reported intervention improved
caregivers’ mental health*'4° 1 study proposed intervention improved

caregiver coping skills53, and 1 intervention improved caregiver satisfaction57.
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Table 3 Description of social support interventions 3 g
Author/Year Participants Outc@mes Results
Intervention 5 o
sample size  Caregiver Type Duration Intervention Social Other qutcomes
type content support Sma
Xu/2023 20 African Peer 6 The SCP Plus 13 items Blgreléh and/or KAD, social support
Americ  support months  containeda 12  from four steegé“ Coping satisfaction, coping skills:
an h in-person domains. sl@lggCaregwer +- Burden: |
FCG training with the apgo‘%a?sal ’ o
senior C@@l@l
companions. Jugtﬁ@atlons for
caegiving;
Cére%ver well-
% <l
Blackberry/20 113 FCG Peer 32 Verily Connect MOS ZBl; 5 bespoke gqgigl support: 1; ZBI: |
23 support weeks model s@veys
Glueckauf/20 12 African Multi- 12 12 weekly ISEL ngegty of CG- Depression: ; Perceived
22 Americ component  weeks telephone idgntiged _
an sessions, 7 one- problgms; social support: 1; CAl: NS.
FCG hour group Dépréssion;
sessions and 5 Healtg status;
one-hour C@nsgquences
individual goal- of:caréglvmg
setting and acg wﬂes
implementation N
sessions. )
Berwig/2022 107 vs 104 FCG Peer 6 Telephone- FSozU Restrigtions; The mental health domain
support months  based group K22 Depréssed mood of quality of life of family
meeting state% general carers and perceived

compiaints; social support:
Qual@ of life PP
. Depression: {;
>
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g Author/Year Participants Outcomes & Results
6 Intervention T &
2 sample size  Caregiver Type Duration Intervention Social Otherputgomes
8 type content support
9 Utlllzaah@ of
10 supmoﬁm
n serv&e%
12 Perf%rgnance
1 i in dlﬁ@’gnt
15 area g@gllfe
16  Christie/2022 48 vs 48 Primar  Multi- 16 The intervention MSPSS; Sengeotﬁ Received support;
17 y CGs component weeks group had Received com e‘tence MSPSS; Number of
18 access to Inlife, support; Feelg)gs of friends and family ties: NS;
19 participants Number of IoneEnegs Sense of competence;
20 could use Inlife  friends and Anxigty :and Feelings of loneliness;
;; in at their own family ties depnessaion Anxiety and depression;
23 pace. Quality © of life;  Perceived stress; Quality
24 Peré%lvgd of life: NS.
25 stres§
26  Fields/2021 16 FCG Peer 3 Nine in-home Self- KADi’ Céplng Received social support:
27 support months  psychoeducatio developed Skl||% 5 + KAD overall
28 nal session scale Caregiver ’ ’
29 : stress/burden levels, well-
30 covering one well-beifg being of doing activities
31 topic per week Burdbn 2and/or o ir? skills: NgS ’
32 to their paired stre%, N ping '
33 ADRD family voa
34 caregiver over a o
35 three-month 2
g? period were 3
38 delivered py 2
39 Each Senior o)
40 Companion N
41 ';
42
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Author/Year Participants Outcomes & Results
Intervention S B
sample size  Caregiver Type Duration Intervention Social Other é’utcg)mes
type content support
’Sz_cze 45 vs 21 vs FCG Multi- 3 MCSP f_or both Experience Satlsféctlbn Emotionally supports: 1:
sniak/2021 15 component months dementia s of Reasmﬂ:s‘”for
people and their emotional partloﬁdgﬁon in Satisfaction: 1; Burden: |.
carers and the s&@grt
practical progrg[géle;
support Burdéﬁ g
Topfer/2021 29 vs 22 FCG Individual 6 The intervention Social Depr&sgr@n Changes regarding own
therapy months  group (IG) relationshi Caregl\?e‘t illnesses, the living
received 12 ps: The burdeh; § situation with the PwD, the
individual German Emot@ngzj living environment, the
therapy Version of  well-Being; employment status, care
sessions (each  the World Utiliz%:tiog of for any other person than
50 min) Health resougces; the PwD, and severe
delivered via Organizati & 3 illness of any close person
telephone from  on "a’ g in the last 3 years: NS;
Tele.TAnDem QoLBREF 2 3 social relationships: 1, use
intervention. (WHOQoL ;_J- 3 of supbort services: NS
—BREF) 53 PP :
van 202vs 184  Turkis Peer Two 2- Two educational The The pgeroelved Support received from
Wezel/2021 h  or support hour sessions on support pre%sd?e family, friends or
Moroc interven dementia, each received: fro S neighbors, and advice
can tions last two hours, four self- infarm3) received from a doctor:
backgr with other developed care; 'Fhe NS. support received
ound participants questions percelged from home-care staff: 1
FCG (peers) with the ability ﬁ) talk
same cultural about 3 o
background demerga
(Turkish or KAD; T
Moroccan). r
P
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5 Intervention & &
6 sample size  Caregiver Type Duration Intervention Social Other autgo es
7 type content support c
8 Gustafson 16 vs 15 FCG Multi- 6 Intervention MOS Family confllct All findings: NS; Due to
9 Jr/2019 component months  group receiving Caregmgr small sample size.
I D-CHESS. burdgn 3
" Control group Loneg‘léess
13 receiving a AnX|§tgo
14 caregiving book. Satisia
15 with e@rg
16 demsaér&
17 Dep@ssaon
o Copigg >
20 com@ete_mce
21 U
22 Czaja/2018 146 FCG  Multi- 6 12, 60-min Social Depr%sﬁon Depression, overall
24 component months individual (6 Support Affe".ﬁweB burden. overall bother: |-
25 telephone and 6  Questionn dlstrgssg_ L L
26 face-to-face) aire Burden;3 Social support, p.o.smve
27 educational Care%wﬁ:g aSp?CFS of caregiving or
28 sessions and Self—:Eff?cacy obtaining respite services:
gg skill building and Merr@)ryc NS.
31 5 support related ©
32 groups by prob%mg and
33 telephone. dlsruptl\}%
34 behawog
35 3
36 5_3
37 g
38 2
39 @
40 N
41 5
42
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Intervention e &
sample size  Caregiver Type Duration Intervention Social Other autgdmes
type content support 5 o
Wilkerson/20 60 Inform  Peer 6 weeks Participants were MOS Burde:fn; o Burden: | : Perceived
18 al CGs support allotted to two Frequgnaies of _
private Facebook emotigris stress: |; Emotional and
groups  receiving problengs; informational supports: *
the intervention Learngp@g
over the course of activities 2
. 259
six weeks. §§§
o R,
N
Smith/2018 16 FCG Peer 6 months  Carers receiving MSPSS Depr%sign Perceived social support:
support one-to-one peer and aExieity; t; Depression, anxiety
support or Lonel&e% and loneliness: NS.
befriending from 5 3
volunteers at least a 3
a weekly basis. 93’ g
s
= s
Tremont/201 105 vs 94 Inform Counsel 6 months Trained therapists Communit Burc%n;‘g Caregivers who received
7 al CGs ling contacted y support Depf’gsﬁon; the FITT-C used
group caregivers 16 services Behé.viog community support
times use used protﬁemﬁ services significantly more
telephone for 6 times, °5’ than those receiving TS;
months, providing healthcare 3 FITT-C caregivers had a
recommendations resource ”g significantly lower rate of
for resources, use o ED visits and hospital
information about s stays; Care recipient use
dementia, and ﬂ of community or medical
emotional support. E resources did not differ

according to group.
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5 Intervention & &
6 sample size  Caregiver Type Duration Intervention Social Other_a:ougcomes
7 type content support c 5
8 Lykens/2014 494 FCG Multi- 6 Certified 10 item Car@gi\zer Caregiver burden and
9 component months interventionists  Risk Burge,ng Depression: |,Social
10 deliver the Assessme Depfgssion; ’ _
11 . : SN support and self-care: a
12 intervention  nt of SefgGare slight but not statistically
13 included 12 feeling CER) O ,

. . . X8 = significant increase after

14 sessions [9in-  isolated, SE the service, which is in the
15 home, and 3 availability 299 D

2353 correct direction.
16 telephone of 208
17 sessions], five ~ someone 3" S
18 structured to talk to or > 32
19 . : @ =
20 telephone assist with S
21 support group caregiving = §
5 sessions )
23 R
24 > o
;2 Whitebird/201 38 vs 40 Primar MBSR 8 weeks 8 weekly 2.5-hr MOS Strej’)ss%\/lental MBSR was more effective
57 3 y CGs in-person group Hesalth3 at reducing stress,
28 sessions. Bur§er§ decreasing depression,
29 g o and improving overall
30 5 3 mental health than CCES.
31 g : Both interventions
32 2 S improved caregiver mental
33 : al .
34 o health and were similarly
35 9 effective at improving
36 é anxiety, social support,
37 3 and burden.
38 2
39 @
40 N
41 E
42
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sample size  Caregiver Type Duration Intervention Social Other qutdemes
type content support c S
Bass/2013 299vs 187 FCG Multi- 12 Partners in Support Unmet neds; Three types of caregiver
component months Dementia Care: resource:1 Care@wﬁ strains, depression, unmet
initial )n.umber stramg‘gg needs: | , and two
assessment; of informal Depression
action plan; helpers; 2) ggg support resources: 1
Ongoing use of = 2
Monitoring and  caregiver 3§§
Reassessment  support E%_’g
services 23
Czaja,/2013 36 vs 63 FCG Multi- 5 A technology 10 item§ Burde(Zn; ; Caregiver burden: ¢;
component months based multi- assessing Deprg_,ss@n; satisfaction with social
component three Positive 5 o
psychosocial domains of aspeds of support: 1; appreciation of
intervention was support: caregdvirg) the positive aspects of
delivered in-_ (a) . 93’ caregiving: 1
home and via received »
videophone support(b) 3
technology over satisfaction 2
5 months. with 8
support(c) 3
negative e
interaction 3
s/ supports

v17-739 wafuiedsaq re gzoz ‘2 aung uo jwodfwdq;
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6 sample size  Caregiver Type Duration Intervention Social Othegoﬁcomes
- type content support = 9
8 Easom/2013 85 FCG Multi- 6 Nine face-to- A Risk A Riske The scores for Self-Care
9 component months face (in the Appraisal Apgralgal and Social Support
10 home) and three Assessme As%sment increased slightly post-
1 telephone nt: three five‘i(gjgstlons service were not
12 sessions, questions adc%gsglng statistically significant,
1 i tailored of social caré@@r which is in the correct
15 education and support safg Jive direction.
16 support. queésgehs
17 as%§so'mg
18 caregiver
19 hedth =
20 bemwers
21
2 thrge 3
23 qu@tl%ws
24 tarfetidg
25 stress,2wo
26 |ter§s én
27 betgavigral
;g fru%raﬂons
30 Nichols/2011 127 FCG Multi- 6 The intervention The 21- cargglﬁng risk Depression, burden,
31 component months included question aregs of impact of depression on
32 education, risk ad@n@éd care daily lives, and caregiving
33 support, and appraisal, pIaHnlr;zg frustrations: |; Social
34 skills training to  adapted educafn, supbort: NS
22 address 5 from safetyghealth pport: Ns.
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Discussion

Studies have reported interventions to improve social support of caregivers
caring older adults with dementia, nevertheless, evidence on the categories of
intervention, implementation, evaluation, and effects of these interventions is
dispersed in the literature, and an up-to-date summary is lacking. This scoping
review comprehensively summarizes existing intervention trials for enhancing
social support for dementia caregivers. Six effective interventions, including
peer support, group counseling, health education, mindfulness-based stress
reduction, individual therapy, and multi-component interventions, were found in
this study, which differed in terms of content, duration, acceptance, and

effectiveness.
Characteristics of the participants

The individuals involved were the main caregivers who undertook the main
caregiving tasks for older individuals with dementia. Although caregivers can
also be recruited from facilities such as day care centers, almost all research
has focused on improving social support for informal caregivers. Among the
included studies, family caregivers consisted of spouses, children, other
relatives, neighbors, and friends; only one study mainly focused on spousal
caregivers, while the remaining studies included all kinds of caregivers 3.
Individuals with dementia are mostly looked after by informal caregivers, with
special focus on spouses who are considered to be at a higher risk of social
isolation®!, which shows that spouses and other caregivers exhibit different
responses to social support that alleviates caregivers’ pain 2. Meanwhile,
social support among African Americans has gradually received more attention,
with three studies investigating social support interventions for African
Americans %3555 On average, caregivers dedicate about 14 hours daily to
caregiving, with 29% providing care around the clock3*. The lengthy care time

and heavy burden of care weigh on caregivers, which takes a toll on their well-
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being. Therefore, through interventions, enhancing caregivers' knowledge of
dementia, care skills, and providing respite services can alleviate these
difficulties. Interventions tailored to individuals of different races and cultural
backgrounds should be developed to effectively enhance social support and
coping skills.
Social support measures

A total of 21 different assessment tools were utilized to measure the effect
of the interventions: 18 studies used validated scales for evaluation, used self-
developed scales, 4 studies used partial items from other scales, and different
tools emphasized different aspects. For example, the MSPSS mainly measures
perceived social support, and one study evaluated the level of social support
based on social networks and the presence or absence of individuals seeking
help %6. Only three types of tools were described in terms of their reliability and
validity. Since social support is a multidimensional concept, different
interventions aim to improve different dimensions. While subjective social
support is difficult to measure by quantitative methods, more methods focus on
objective social support and consider only some aspects of social support, such
as restrictions in social participation 34, measuring supported resources 33,
perceived support from significant others, family, and friends 3%%°, social
networks and the four dimensions of functional social support 22, or satisfaction
with support 45. Most of the tools measure satisfaction with support, aspects of
support received, and positive aspects. Because of the multidimensional nature
of the concept of social support, the measurement results can only reflect part
of the situation. Therefore, more precise measurement tools need to be

developed.
Social support interventions

Six types of interventions to improve social support exist, including peer
support, group counselling, health education, mindfulness-based stress
reduction, individual therapy, and multi-component interventions. Apparently,

support from others is crucial; caregivers of older adults with dementia need
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this support initially, and eventually turn to seeking help and support.
Caregivers from various regions possess distinct requirements regarding the
methods and types of support they need. The findings from the included studies
indicate that multi-component interventions enhance social support for
caregivers across different domains, such as emotional, practical, and
informational support. Multi-component interventions fit the concept of
multidimensional social support, and involve integrating multiple intervention
measures in the fields of health education, care skills, coping strategies, and
social support for dementia caregivers, these have been demonstrated to
effectively alleviate the burden on caregivers, decrease depressive symptoms,
and increase their perceived satisfaction. The intervention content includes
mental health-related educational programs, supportive services, respite care
or adult daycare, psychotherapy, caregiver competence, and can be delivered
on an individual or group basis?®, which can be intervened in from all aspects
to improve the overall social support of caregivers. Peer support has
demonstrated advantages for individuals with various requirements, including
alleviating depressive symptoms®3, enhancing coping strategies®, and
reducing feelings of isolation and loneliness. Qualitative research indicates that
caregivers value opportunities to discuss challenging experiences and obtain
guidance from volunteers®®. Because peer support primarily enhances
caregiver social support from an emotional perspective, there is a significant
need for emotional and informational support®2; people who have the same
experience can better provide emotional support to each other, thus reducing
the emotional burden. Health education can enhance caregivers' care skills and
confidence through a series of sessions 3651, Health education has better
effects in improving depression and self-reported health; however, its single
intervention method can be covered by multi-component intervention.
Interventions such as consultation groups, mindfulness-based stress reduction,

and individualized treatment, have good outcomes in improving social support.
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However, the angle of improvement is relatively one-dimensional, which can be
used as a part of multi-component intervention, so as to achieve
multidimensional improvement. Delivery intervention methods include face-to-
face, telephone-based and Internet-based intervention, as well as online and
offline combinations. Since most caregivers are also older adults who cannot
use electronic devices smoothly, they are more willing to accept face-to-face
intervention; at the same time, face-to-face feedback can be more prompt,
although it is not always feasible, given that it is challenging for caregivers to
leave older individuals with dementia unattended at home or due to their
residence in remote locations where face-to-face support is in accessible 34.
Therefore, telephone- and internet-based interventions are increasingly being
applied to social support interventions. Another study indicates that technology-
assisted interventions help alleviate caregiver burden and enhance support,
similar to face-to-face support 9. Considering that online and offline
interventions have their own characteristics and shortcomings, the combination
of the two can effectively reduce inconvenience and provide better and more
comprehensive application of intervention measures to caregivers, to ensure
they can receive more effective support to reduce their burden, ultimately

enhancing the well-being of older individuals with dementia.

Interventions outcomes

Drawing from the studies that were included, improvement of social
support can lay a good foundation for reducing the care burden, depression and
stress and eventually enhancing the well-being of caregivers, and multi-
component interventions can improve multiple dimensions of social support. In
the implementation of interventions in the future, smarter and easier-to-operate
intervention equipment can be developed for caregivers, such as voice control
or Al equipment, so that their operation can be more easily mastered, and the
distance between people can be narrowed. Simultaneously, it is crucial to

consider the unique requirements of caregivers with diverse backgrounds in
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order to amplify the benefits of ongoing support initiatives. In the future It is also
possible to develop interventions that simultaneously contain the essence of six
categories, leverage their respective characteristics, integrate their advantages

into one intervention, and maximize their effectiveness.
Limitations

Due to language barriers, this review only included English language
literature and did not include gray literature, which might have overlooked some
information. In addition, we included only primary studies and excluded reviews,

which may have resulted in missing on significant findings.

Conclusion

This scoping review presents an extensive examination of the landscape
of social support interventions implemented in the field of dementia care;
however, in the process of caring older adults with dementia, problems remain
related to seeking support and in delivering interventions. We suggest that
combining online and offline interventions with caregivers probably can achieve
the results with the effort. Future research can integrate existing technologies
and utilize them to provide comprehensive interventions to caregivers.
Meanwhile, it is necessary to conduct research with larger sample sizes and
different cultures, and identify interventions suitable for different people. At the

same time, interventions with more durable effects need to be explored.
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Search strategy

PubMed

1. ("Dementia"[Mesh])
2. Amentia [Title/Abstract]

3. Senile Dementia [Title/Abstract]

B

Familial Dementia [Title/Abstract]

5. "Alzheimer Disease"[Mesh]

6. Alzheimer Dementias [Title/Abstract]

7. Presenile Alzheimer Dementia [Title/Abstract]
8. (Presenile Alzheimer Dementia [Title/Abstract])

9. TOR20OR30R40OR50R60R70RS

10. "Caregivers"[Mesh]

11. Carers [Title/Abstract]

12. 10 OR 11

13. "Social Support"[Mesh]

14. Social care [Title/Abstract]

15. Perceived social Support [Title/Abstract]
16.13 OR 14 OR 15

17. Interventions [Title/Abstract]

18. program*[Title/Abstract]

19.17 OR 18

20. 9 AND 12 AND 16 AND 19

Web of Science

1. TS= (dement* OR ament* OR Lewy Body Disease OR
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Alzheimer* OR Alzheimer disease OR senile dementia)

2. TS= (caregiver® OR carer®)

3. TS=("social support")

4. TS=(intervention*)

5. (1 AND 2 AND 3 AND 4)

Cinahl S1. (MH “Dementia”) OR (MH “Dementia, Vascular’) OR (MH
“Dementia, Senile) OR (MH “Dementia, Presenile) OR (MH
“Alzheimer’s Disease”)
S2. AB dement* OR Alzheimers OR cognitive impairment OR
memory loss OR amenti*
S3.S10R S2
S4. AB caregiver* OR carer*
S5. AB social support OR social network
S6. AB interventions OR strategies OR best practices
S7. S3 AND S4 AND S5 AND S6

Cochrane #1. MeSH descriptor: [Dementia] explode all trees

#2. MeSH descriptor: [Alzheimer Disease] explode all trees

#3. (Amenti* OR Dementi* OR Alheimer* disease): ti,ab,kw

#4. #1 OR #2 OR #3

#5. MeSH descriptor: [Caregivers] explode all trees

#6. (Caregiver* OR Carer*): ti, ab, kw

#7.#5 OR #6
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#8. MeSH descriptor:[Social support] explode all trees

#9. (social support OR social network): ti, ab, kw

#10. #8 OR#9

#11. (intervention®): ti, ab, kw

#12. #4 AND #7 AND #10 AND #11

EMBASE

#1. 'dementia'/exp

#2. amenti*:ti,ab,kw OR dementi*:ti,ab,kw

#3. 'alzheimer disease'/exp

#4. 'alzheimer disease':ti,ab,kw OR 'alzheimer
dementia':ti,ab,kw OR alzheimer*:ti,ab,kw OR 'senile
dementia':ti,ab,kw

#5.#1 OR #2 OR #3 OR #4

#6. 'caregiver'/exp

#7. caregiver™:ti,ab,kw OR carer*:ti,ab,kw

#8. #6 OR #7

#9. 'social support'/exp

#10. 'social support'ti,ab,kw

#11. #9 OR #10

#12. intervention*:ti,ab,kw

#13. #5 AND #8 AND #11 AND #12
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Social support interventions for dementia caregivers

Social support interventions for caregivers of older adults with dementia: A
scoping review

Abstract

Objectives To identify and assess the social support interventions provided to
caregivers of older adults with dementia, and summarize the outcomes of the
interventions.

Design A scoping review.

Data sources The PRISMA Extension for Scoping Reviews was adhered to,
and searches were conducted across five databases (PubMed, Web of Science,
Embase, Cochrane Library, CINAHL) from their inception through Feburary
2025.

Eligibility criteria for selecting studies We included original intervention
studies published in English that examined social support interventions for
caregivers of older adults with dementia, focusing on outcomes reporting social
support.

Data extraction and synthesis Data extraction was conducted using a
standardized Microsoft Excel chart based on Arksey and O’Malley’s method.
Two reviewers independently collected information on study characteristics
(authors, country, publication year, design, sample size, assessment tools,
interventions, and outcomes). Disagreements were resolved by a third
independent reviewer.

Results A sum of 31 studies were chosen, and six categories of social support
for caregivers of older adults with dementia emerged across various studies,
included peer support (n = 7), counselling group intervention (n = 2), health
education (n = 2), mindfulness-based stress reduction intervention (n = 1),
individual therapy (n = 1), and multicomponent interventions (n = 18). These
interventions enhanced the social support of caregivers, and showed positive
outcomes in terms of reducing caregivers' caring burden, anxiety, depression,
and improving caregivers' coping skills.

Conclusion This review presents the diversification of interventions that
enhance social support for caregivers of older adults with dementia. The
findings offer insights for caregivers of older adults with dementia, along with
administrators and other stakeholders, to adopt and promote appropriate social
support for caregivers.

Registration: A review protocol was registered on the OSF registries, with the
following registration doi:
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https://doi.org/10.17605/0OSF.I0/D9C53

Strengths and limitations of this study:

® This scoping review used a comprehensive search for articles included
interventions which were designed to target caregivers of older individuals
with dementia.

® \We conducted a quality evaluation on the included Rcts, but not on other
types of studies.

® This study only included articles published in English and did not include
grey literature or conference literature.

Background

According to World Health Organization(WHQO) 2023 Report, dementia
affects over 55 million people, globally, with projections indicating a rise to 139
million by 2050, driven by global population ageing'. Dementia will become the
7th leading cause of mortality globally 2. Caring for older adults with dementia
presents significant challenges due to the progressive cognitive decline and
neuropsychiatric manifestations associated with the condition, including
behavioural and psychological symptoms of dementia (BPSD)3. Caregivers
caring people with dementia may be formal or informal; with the latter playing a
crucial role in supporting older adults suffering from advanced, terminal
illnesses*. Informal caregivers typically refer to family members, friends, or
relatives who voluntarily provide daily care and support for people with
dementia, but always unpaid®. Formal caregivers refer to professionally trained
nursing staff, such as nurses, nursing assistants, rehabilitation therapists, etc.,
who provide professional nursing services to people with dementia and usually
receive compensationb. Approximately 16 million individuals serve as unpaid
caregivers, dedicating over 18.6 billion hours to assist older adults with
dementia 7. Caregiving for individuals with dementia is a time-intensive role,
often requiring substantial personal and temporal commitments. The
progressive nature of dementia exacerbates challenges for family caregivers,
particularly in managing neuropsychiatric symptoms and functional decline®.
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Numerous caregivers often feel isolated and helpless due to a lack of emotional
support, informational support, and practical assistance °. Evidence suggests
that family caregivers of individuals with dementia experience elevated
caregiver burden, depressive symptoms, and reduced quality of life relative to
caregivers of patients with non-dementia chronic conditions'. Caregivers play
a crucial role in dementia care, and their needs and experience are essential
for developing effective social support interventions. However, research has
shown that the needs of caregivers are often overlooked in the service
development process''. Studies have found that interventions developed in
collaboration with caregivers have shown better results in reducing care burden
and improving mental health of caregivers'?.

Social support refers to the emotional, informational, material, and
behavioral assistance individuals receive in social relationships, which helps
alleviate stress, enhance psychological resilience, and promote individual
mental health’3.Which refers to subjective or objective effects on individuals of
various social relationships embedded in social networks 4, and comes from
all aspects of society, including emotional, specific, and informational support
5 and social support encompasses the exchange of emotional
connections(affection, love, admiration, and respect), affirmation (agreement,
acknowledgement of the appropriateness of an action, statements, or
perspectives), and assistance(provision of resources, financial support,
information, guidance, or favors)'6. This concept describes the consistent social
engagement between individuals and groups with shared values, serving as a
source of mental motivation, feedback, assistance, and material support'’. In
theoretical terms, social support framework can be seen as a provider-centric
model, where one or more people or network participants offer valuable
assistance to the beneficiary'®. Social support provides a defense against
stress, developing psychological resilience '® and advancing coping

strategies??. Social support also moderates the relationship between self-
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efficacy and mental health?'.

As an external resource, social support can contribute to enhancing the
physical well-being of caregivers'®20. The substantial stress of caregiving
responsibilities may exacerbate negative emotions like anxiety and depression
among caregivers, adversely affecting their mental and physical well-being
24and potentially diminishing the quality of care provide. Moreover, the demands
of caregiving role may increase loneliness?2. Social support is crucial to one’s
well-being; however, a Chinese study found that due to stigma, caregivers are
often reluctant to pursue social support, and this isolation can further aggravate
their caregiving load?6.Such factors severely affect the caregivers’ physical and
mental well-being, increasing the potential for heart-related diseases?’.

Targeted social support interventions are critical for caregivers of older
adults with dementia, a population that often depends on informal support
networks to mitigate caregiving burden and sustain psychosocial resilience?s.
Interventions such as psychological training, therapeutic treatments, and self-
care programs have been shown to reduce stress associated with behavioral
and emotion issues?®. In England, for those caring for advanced dementia,
respite care is commonly the top choice30. In terms of delivery of interventions,
computer networks have been a key methods since the 1990s 3'. Emerging
evidence indicates that technology-based interventions, such as digital
communication platforms, can improve social connectedness and alleviate
loneliness among older adults, particularly those experiencing social isolation
32 As social support improves, individuals find it easier to deal with life’s
challenges. Concurrently, a study has discovered that the satisfaction levels of
social support greatly affects Korean American caregivers’ attitude towards
people with dementia33. Despite the growing diversity of social support
interventions for dementia caregivers, fragmented evidence—marked by
methodological heterogeneity and inconsistent outcome reporting—Iimits

robust synthesis of their effectiveness and implementation fidelity.
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This scoping review aimed to integrate social support research currently
applied to caregivers of older adults with dementia. This scoping review 1)
summarizes the types of existing research evidence, such as studies on social
support and evaluation of research populations; 2) provides an overview of the
specific content of interventions for social support and the outcomes for specific
measurements; and 3) assesses the effectiveness of documented interventions

of social support for caregivers.

Methods

Research questions
The review targeted the subsequent research questions: (1) What types of
support are designed to improve caregivers of older individuals with dementia’s
social support? (2) What types of tools are utilized to assess social support and
what outcomes were evaluated? (3) What effects are observed after utilizing

these interventions for caregivers of older adults with dementia?
Search strategy

This scoping review was reported in accordance with the Preferred
Reporting Items for Systematic Reviews and Meta-Analyses extension for
Scoping Reviews (PRISMA-ScR) checklist 34. This study followed the
requirements of Arksey and O’Malley’s methodological framework 3%, which
includes: 1) identifying the research question, 2) searching for relevant studies,
3) selecting studies, 4) charting the data, and 5) collecting, summarizing, and
reporting the results. To identify the evidence in this field by mapping out the

existing research on this topic, we conducted searches across five key

databases: PubMed, Web of Science, Embase, Cochrane Library, and CINAHL.

The search strategy aimed to identify studies meeting the inclusion criteria. A
preliminary search was performed to locate relevant literature on the topic (see
Supplemental search strategy). The search strategy is discussed and
formulated by team members, and the retrieval is independently conducted by
two master's students with medical experience, the keywords “dementia
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caregivers,” “social support,” and ‘“intervention” were comprehensively
searched to find pertinent evidence from the inception of the databases up to
Feburary 2025.
Eligibility criteria

This scoping review encompassed research on social support
interventions aimed at caregivers of older individuals with dementia.
Interventions which were designed to target caregivers of older individuals with
dementia, at the same time reported social support outcomes. Only original
intervention studies with full texts were included. Inclusion was also limited to

English language published literatures.

Exclusion criteria
Studies in which the full text was unavailable, vital information was
completely lacking, or without an explicit methodology were excluded; studies

not published in English were excluded in this review.
Types of sources

Consistent with the review questions, this scoping review incorporated
intervention studies, including randomized controlled trials (RCTs),

nonrandomized controlled trials (NRCTs), and mixed-methods studies.
Study selection

Citations were imported into EndNote X9 citation management software,
and duplicates removed. Before the screening process began, all reviewers
received standardized training. Two researchers independently conducted the
preliminary screening of eligibility based on the titles and abstracts. Following
that, they independently reviewed the full texts for further assessment against
the predefined inclusion and exclusion criteria, and meticulously documented
the rationale for the exclusion of any studies. Exclusion criteria were
documented, discrepancies among the authors were addressed through
consultation with an additional. The search results are presented in the
Preferred Reporting ltems for Scoping Reviews and Meta-analyses (PRISMA)

flow diagram (Figure 1).
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Data extraction

A standardized data chart was created in Microsoft Excel based on Arksey
and O’Malley’s data extraction form 35, after consultation between all authors to
extract data from the included records. Two investigators separately collected
pertinent information from the eligible studies. A Microsoft Office Excel table
was designed, and two reviewers independently extracted details, including
information obtained in the studies covering authors’ name, country of origin,
publication year, study design, characteristics, sample size and assessment
tools, intervention strategies (i.e., intervention types, frequency, tools, and
outcomes), main findings of the study. Any disagreements were adjudicated by

an additional independent reviewer.
Patient and public involvement

Patients and/or the public were not involved in the design, or conduct, or

reporting, or dissemination plans of this research.

Results

Overview of findings

The initial search identified 3127 relevant citations (Fig.1). After the
deduplication process,1871 articles were selected for inclusion. Following the
review of titles and abstracts, 183 studies were chosen for further assessment
in full-text review. Among these, 143 articles were ruled out for the following
reasons: research designed with protocols (n = 36), participants did not fulfill
the eligibility criteria (n = 24), outcomes that did not include social support (n =
52), not published in English (n = 25), missing full texts (n = 8). Ultimately, 31
studies were incorporated in this scoping review. Figure 1 illustrates the
PRISMA flow diagram detailing the screening process. Regarding the article for
which the full text cannot be obtained, attempts have been made to contact the

author, but no response has been received.

Study characteristics
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A total of 31 studies were published spanning the period from 1988 and
2025. Among these, 16 studies were RCTs3%-51, eight were NRCTs 52-%9, and
seven were mixed methods studies 60-66. The majority of the studies were
carried out in the United States (n = 19), Europe (n = 11), Oceania (n = 1), and
Asia (n = 2). Table 1 provides an overview of the of the fundamental details of
the included studies. From the perspective of intervention settings, two studies
were conducted in long-term care institutions 2234 10 in the community
36,37,51,52,56,66,68,60,61.64 and 19 in older adult's homes 35-44.46,47,50,52,55,56,58,5950 The
total sample size of caregivers was 4629, ranging from 12 to 494, with a median
of 85 cases. The majority of included studies targeted family caregivers of older
adults with dementia, with representation across diverse cultural contexts.
Three studies specifically evaluated culturally tailored social support
interventions for African American caregivers, highlighting gaps in evidence for
underserved populations 66263 one focused on caregivers with Turkish and
Moroccan backgrounds living in the Netherlands 4°, and one investigated how
to enhance social support among Chinese Canadian caregivers 6. While
interventions were frequently delivered in community-based or clinical settings
(e.g., day centres, outpatient clinics), the majority targeted family caregivers of
people with dementia broadly, with only one study focusing explicitly on spousal

caregivers through dyadic, kinship-specific support frameworks*4.
Quality appraisal

This article conducted a quality appraisal of the included RCTs, and more
than75% of the studies that were included were assessed to have a low risk of
bias in the subsequent domains: 1) sequence generation; 2) blinding of
outcome assessment; 3) selective reporting; However, less than 60% were
rated as low risk for the method of: 1) allocation concealment; 2) blinding of
participants and personnel; 3)incomplete outcome data; and 4) other potential
biases (Fig. 2).

Table 1 Characteristics of included studies
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Author Year Country Design Setting Sample
Neal et al 2024 Netherlands RCT Community 150
Xiao et al 2024 China RCT Home 266

Mixed
Xu et al. 2023 USA Community 20
methods
Blackberry et Mixed Rural
2023 Australia 113
al. methods community
Glueckauf et Mixed
2022 USA Home 12
al. methods
Berwig et al. 2022 Germany RCT Facility 280
Christie et al. 2022 Netherlands RCT Home 96
Mixed
Fields et al. 2021 USA Home 16
methods
. Italy, Poland,
Szcze sniak Mixed
2021 UK, Community 141
et al. methods
Netherlands
Topfer et al. 2021 Germany RCT Home 51
van Wezel 2021 Netherlands RCT Home 340
David
Gustafson Jr 2019 USA RCT Home 26
et al.
Czaja et al. 2018 USA Non-RCTs Community 146
Wilkerson et
| 2018 USA Non-RCTs Home 60
al.
Mixed
Smith et al. 2018 UK Home 16
methods
Tremont et
| 2017 USA RCT Home 250
al.
Lykens et al. 2014 USA Non-RCTs Community 494
Whitebird et
| 2013 USA RCT Home 78
al.
Bass et al. 2013 USA RCT Community 486
Czaja, et al. 2013 USA Non-RCTs Home 110
Easom et al. 2013 Georgia Non-RCTs Rural home 83
Nichols et al. 2011 USA Non-RCTs Home 127
Marziali et al. 2011 Canada Non-RCTs Community 91
Wai Tong 2011 China RCT Home 92
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Author Year Country Design Setting Sample
Chien et al.
Tompkins et
| 2009 USA Non-RCTs Community 367
al.
Mixed
Chiu et al. 2009 Canada Home 35
methods
Bank et al. 2006 USA RCT Community 41
Roth et al. 2005 USA RCT Home 406
Hébert et al. 2003 Canada RCT Home 158
Mercedes et
| 2002 Colombia RCT Day centers 58
al.
Robinson et
| 1988 USA RCT Home 20
al.

Theoretical frameworks utilization research design

Among the 31 studies in this review, 12 were guided by six categories of
theories to design their research: the Stress Process Model, Sociocultural
Stress and Coping Model, Stress-appraisal Coping and the Crisis Model, Role
Transformation Framework, Rural Nursing Theory, Tolsdorf’'s Conception of
Social Support. Among these, five studies followed the Stress Process Model
37,51,52,57.62 three studies were guided by the Sociocultural Stress and Coping
Model 436063 one study followed Lazarus and Folkman’s Stress-Appraisal
Coping model and the Crisis Model of Moos and Tsu %4, one study was guided
by the Framework of Role Transformation 5°, another implemented the Rural
Nursing Theory %4, and another one was based on Tolsdorf's Conception of
Social Support 4!. Furthermore, other 19 studies did not mention the use of a

theoretical framework.
Social support measurements

As shown in Supplemental Table 2, a total of 23 methods were used to
measure social support, the most commonly used was the Medical Outcomes
Study social support survey (MOS); a total of 5 studies used this scale. MOS is
a multidimensional, self-managed, and brief survey developed patients to
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measure social support®’”. The Multidimensional Scale of Perceived Social
Support (MPSS) was utilized in four studies; another four studies extracted 10-
21 items ranging from three different broad scales to measure social support.
Others were self-developed scales; examples include a 13-item questionnaire
consisting of four domains —satisfaction with support, social support network,
received support and negative interactions — to understand the situation of
social support; the Interpersonal Support Evaluation List (ISEL); a brief form of
the Perceived Social Support Questionnaire (F-SozU), which assesses the
extent of social support; experiences of emotional and practical support; social
relationships; social support network; social support questionnaire; supporting
resources; social support from the perspectives of satisfaction and formal
support; social support questionnaire; the Inventory of Socially Supportive
Behaviors; and Norbeck's Social Support Questionnaire (NSSQ). Supplemental
Table 2 indicates that the majority of studies failed to report on the reliability

and validity of their tools.

Social support interventions

As shown in Supplemental Table 3, and according to the specific content
of the intervention, the interventions were divided into six categories: peer
support (n =7), counselling group (n = 2), health education (n = 2), mindfulness-
based stress reduction (n = 1), individual therapy (n = 1), and multi-component
interventions (n = 18). One study mentioned that the formation of intervention
methods involves organizing multiple focus groups to assess caergivers’
need*2. The delievery of the interventions divided into online and offline, and a
combination of online and offline, among the included studies, 14studies used
online interventions36.38.39.42,47,48,50,51,53,56,57,59.62.66 10 studies used offline
interventions?0.41.43:45,46,49,58,60.63.64 and 7 studies used a combination of online

and offline interventions37:44.52,54,55,61,65

Peer support
peer support interventions involve group-based programmes facilitated by
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trained peers or mentors with lived caregiving experience, fostering shared
experiential learning, mutual problem-solving, and emotional reciprocity among
participants. Eight studies used peer-support interventions. Two studies were
RCTs, and six were mixed methods. The shortest intervention duration was four
hours 49, while one study lasted 24 weeks, one implemented the intervention in
three steps over 32 weeks 8!, and most studies chose six months as the
duration of the intervention38:60.65. The intervention time for one study was three
months 83, and that of another study was six weeks %°. From the included
studies, three studies showed an improvement in perceived social
support386365 one study showed an improvement in satisfaction with social
support®9, one study showed an improvement in emotional and informational
support®, and one study mentioned an increase in support from home care
staff, however, the improvement in support from family, friends, neighbors, and
advice from doctors was not significant*®, and one study showed an
improvement in overall social support®’.

Counselling group intervention

The counselling group intervention included caregivers participating in
support groups that provided personal and family consultations. Two studies
used group counselling interventions, both of which were RCTs. The durations
were 12 months 4 and 6 months #7. In those two studies, one mentioned a
significant improvement in the utilization of community support services by
caregivers, but there was no significant improvement in the utilization of
community services and medical resources by the care recipient*’. Another
study mentioned that there were 11 indicators of social support, of which 8

showed significant improvement*4.
Health education

This intervention included a social skills program providing health
education related to dementia care to improve care skills and confidence, and
comprised 12 hours of sessions designed to accomplish diverse goals for
caregivers (e.g., developing emotional tolerance, acknowledging the disease,
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and taking control). Two studies used health education interventions, one of
which was an RCT, while the other was a non-RCT study. The intervention
duration were 2 months 4! and 12 hours 28, respectively. One study reported a
significant increase in service usage®8, while the other study reported no

significant increase in social support*'.
Mindfulness-based stress reduction

The content encompassed the caregiver receiving guidance on
mindfulness principles and engaging in meditation and gentle yoga sessions,
all facilitated by an instructor specialized in mindfulness-based stress reduction,
on a weekly basis. One RCT reported a mindfulness-based stress reduction
intervention. The duration was two months 46, this study reported that the

intervention significantly improved caregivers' social support.
Individual therapy

The caregivers participated in an expanded Tele.TAnDem program,
consisting of 12 individual therapy sessions (each lasting 50 minutes)
conducted via telephone across six months period*®. The 12-session program
consisted of 10 therapeutic modules. This study reported the 3-year follow-up
results, which showed that informal caregivers experienced a notable reduction
in caregiver burden, an enhancement in quality of their social relationships, and
improved their ability to manage the behavioral issues of the individual with
dementia, this intervention significantly improved social relationships, but did

not show significant improvement in service usage.

Multi-component interventions
Multi-component interventions integrate psychological education,
systematic communication, and physical therapy. 18 studies used multi-
component interventions, of which six were non-RCTs, nine were RCTs, and
three were mixed methods. The shortest intervention duration was four weeks®,
the longest was 18 months 36, and the most common intervention duration was
six months 42:45:50,52,54,55,57.66 Among the 18 studies mentioned above, a total of

11 studies reported a slight increase in social support without statistical
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significance, but also pointed out that the interventions were in the correct
direction36.39.42,44,50-52,54,55,57.66 Qne study reported an increase in overall social
support*!, one mentioned that the intervention improved the perceived social
support of caregivers®2, one mentioned an increase in emotional support®4, and
another mentioned a significant increase in support resources®’. Meanwhile,
one study reported an increase in social support satisfaction®, another study
proposed that social support were associated with lower stress response to
cope with the care recipient's decline in function and cognitive impairment®, by
the way, one study showed that the intervention group’s utilization of family

services was significantly decreased?.

Intervention outcomes

In addition to improved social support, 9 studies showed that intervention
reduced caregiver depression37:38:46.52,55,57,58,62.66 g8 studies reported a reduction
in caregiver burden4152535557,59.596064 3 gtudies reported intervention
measures reduced stress3746:5° 2 studies reported intervention improved
caregivers’ mental health#6:%6 1 study proposed intervention improved
caregiver coping skills®, and 1 intervention improved caregiver satisfaction®4,
and 1 reported a increase of health related quality of life5%, another reported the

sense of competence were significantly higher compared to care-as-usual®.

Qualitative research results

Among the included studies, a total of 7 studies conducted qualitative
research%%.6062-66  the interviews were all conducted after the intervention. A
study conducted interviews with both the older adults with dementia and
caregivers, with caregivers reporting positive feedback while the older adults
with dementia did not. Other interview results described caregivers provided
positive feedback. The theme mainly focused on caregiving skills, mastery of
dementia related knowledge, benefits from interventions, satisfaction with

interventions, emotions and burdens, and various aspects of social support.
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Discussion

Studies have reported interventions to improve social support of caregivers
caring older adults with dementia, nevertheless, evidence on the categories of
intervention, implementation, evaluation, and effects of these interventions is
dispersed in the literature, and an up-to-date summary is lacking. This scoping
review comprehensively summarizes existing interventions enhancing social
support for dementia caregivers published in English. Six effective interventions,
including peer support, group counseling, health education, mindfulness-based
stress reduction, individual therapy, and multi-component interventions were
found in this study, which differed in terms of content, duration, acceptance,

and effectiveness.
Characteristics of the participants

Among the included studies, family caregivers consisted of spouses,
children, other relatives, neighbors, and friends; only one study mainly focused
on spousal caregivers 44, while the remaining studies included all kinds of
caregivers. Individuals with dementia are mostly looked after by informal
caregivers, with special focus on spouses who are considered to be at a higher
risk of social isolation®!, which shows that spouses and other caregivers exhibit
different responses to social support that alleviates caregivers’ pain 92,
Meanwhile, social support among African Americans has gradually received
more attention, with three studies investigating social support interventions for
African Americans 606263 And almost 95% of Chinese individuals with dementia
are primarily cared for by their family members at home, largely influenced by
the cultural values of filial piety and Confucian traditions’®. Recent research has
investigated the cultural adaptation of iSupport in China, highlighting the
imperative for contextually tailored interventions. This underscores the growing
emphasis on culturally adapted, population-specific support frameworks as a

critical priority for future implementation science.
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Social support measures

A total of 23 different assessment tools were utilized to measure social
support, it can be seen from Supplemental Table 2 that most studies use scales
that can only measure a certain aspect of social support, such as the subjective
perceived social support or the level of social support judged solely by whether
caregivers seek help. Only three types of tools were described in terms of their
reliability and validity. Since social support is a multidimensional concept,
different interventions aim to improve different dimensions. While subjective
social support is difficult to measure by quantitative methods, more methods
focus on objective social support and consider only some aspects of social
support, such as restrictions in social participation 38, measuring supported
resources 37, perceived support from significant others, family, and friends 3965,
social networks and the four dimensions of functional social support 22, or
satisfaction with support %2. Because of the multidimensional nature of the
concept of social support, the measurement results can only reflect part of the

situation. Therefore, more precise measurement tools need to be developed.
Social support interventions

Six types of interventions to improve social support exist. Apparently,
support from others is crucial; caregivers of older adults with dementia need
this support initially, and eventually turn to seeking help and support.
Caregivers from various regions possess distinct requirements regarding the
methods and types of support they need. In the included studies, it was found
that peer support can significantly enhance caregiver's perceived social support,
satisfaction of social support, emotional and informational support, as well as
overall social support. Peer support has demonstrated advantages for
individuals with various requirements, including alleviating depressive
symptoms®3, enhancing coping strategies®4, and reducing feelings of isolation
and loneliness.Support provided by caregivers or volunteers with similar
experience is more easily accepted by caregivers who are deeply burdened
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with caregiving. Peer support also performs well in different environments, such

as in educational settings where peer support can help improve academic

performance and build confidence”® , and In chronic disease management,

peer support groups have played an effective role in promoting self-
management and emotional health’*. The excellent performance of peer
support may be attributed to the same caregiving experience as peers.
Caregivers who are burdened with caregiving are more likely to empathize with
them and accept their help without reservation. At the same time, as the
providers of support, with the same experience, they know better where to
provide help and guidance to their caregivers. And counselling group can
enhance social support through the utilization of support. Counseling group is
widely used in the field of mental health and can effectively improve sexual
satisfaction among women with multiple sclerosis”>.And can also may improve
all levels of mental health of midwifery students’®. Health education Health
education, like counseling groups, improves the utilization of support by
caregivers. Mindfulness-based stress reduction, and individualized treatment,
have good outcomes in improving social support. The findings from the included
studies indicate that multi-component interventions enhance social support for
caregivers across different domains, such as emotional, practical, and
informational support. Multi-component interventions typically combine multiple
interventions to address different aspects of complex problems, fit the concept
of multidimensional social support, and involve integrating multiple
interventions in the fields of health education, care skills, coping strategies, and
social support for dementia caregivers, these have been demonstrated to
effectively alleviate the burden on caregivers, decrease depressive symptoms,
and increase their perceived satisfaction, from the included studies, multi-
component interventions demonstrated moderate efficacy in improving
caregivers’ perceived social support and utilisation rates; however, no

significant improvements were observed in overall social support. This
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discrepancy may reflect methodological heterogeneity in intervention
components (e.g., variable duration, intensity) and limited generalisability due
to insufficient sample diversity or longitudinal follow-up. Health education has
better effects in Interventions such as consultation groups, however, the angle
of improvement is relatively one-dimensional, which can be used as a part of
multi-component intervention, so as to achieve multidimensional improvement.
Delivery interventions include face-to-face, telephone-based and Internet-
based intervention, as well as online and offline combinations. Both face-to-face
and online interventions have their advantages and disadvantages. The main
disadvantage of face-to-face interaction is that caregivers find it difficult to leave
older adults with dementia behind and go to specific institutions to receive
specific interventions38. Therefore, telephone and internet-based interventions
are increasingly being applied to social support interventions. Another study
indicates that technology-assisted interventions help alleviate caregiver burden
and enhance support, similar to face-to-face support 6. Considering that online
and offline interventions have their own characteristics and shortcomings, the
combination of the two can effectively reduce inconvenience and provide better
and more comprehensive application of intervention measures to caregivers, to
ensure they can receive more effective support to reduce their burden,
ultimately enhancing the well-being of older individuals with dementia. Only one
included study derived its intervention design from prior needs assessments of
caregivers in control groups. However, the small sample size limited statistical
power to detect intervention efficativeness, precluding robust conclusions.
Future studies should prioritise co-design methodologies grounded in user-
centred needs assessments, coupled with adequately powered trials to

enhance ecological validity and generalisability.
Interventions outcomes

Drawing from the studies that were included, improvement of social
support can lay a good foundation for reducing the care burden, depression and
stress and eventually enhancing the well-being of caregivers, and multi-
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component interventions can improve multiple dimensions of social support. In
the implementation of interventions in the future, smarter and easier-to-operate
intervention equipment can be developed for caregivers, such as voice control
or Al equipment, so that their operation can be more easily mastered, and the
distance between people can be narrowed. Simultaneously, it is crucial to
consider the unique requirements of caregivers with diverse backgrounds in
order to amplify the benefits of ongoing support initiatives. In the future It is also
possible to develop interventions that simultaneously contain the essence of six
categories, leverage their respective characteristics, integrate their advantages
into one intervention, and maximize their effectiveness. The qualitative research
section supplemented the unmeasured parts of the scale. From the results, it
can be seen that most caregivers provided positive feedback, and the
implementation of interventions not only reduced their caregiving burden, but
also enhanced their mastery of dementia related knowledge and improved their
social support. However, almost all qualitative studies are conducted after
intervention, neglecting the understanding of the needs of caregivers before
and after intervention. Future research can consider conducting qualitative
studies before and after intervention to fully understand the needs of caregivers,
develop interventions based on their reported results, and conduct qualitative
studies again after intervention to better improve caregivers' social support and

quality of life.

Limitations

Although this study provides a comprehensive overview of social support
interventions for dementia caregivers, there are still some methodological
limitations, due to language barriers, this review only included English language
literature and did not include gray literature, which might have overlooked some
information. In addition, we included only primary studies and excluded reviews,
which may have resulted in missing on significant findings. And due to the fact
that the scoping review does not involve a quality assessment of the raw data,
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it may not be possible to completely rule out the impact of low-quality research
on the results, in addition, we only assessed the risk of bias of Rcts, so it may

not be possible to completely rule out systematic errors.

Conclusion

This scoping review presents an extensive examination of the landscape
of social support interventions implemented in the field of dementia care;
however, in the process of caring older adults with dementia, problems remain
related to seeking support and in delivering interventions. We suggest that
combining online and offline interventions with caregivers probably can achieve
the results with the effort. Future research can integrate existing technologies
and utilize them to provide comprehensive interventions to caregivers.
Meanwhile, it is necessary to conduct research with larger sample sizes and
different cultures, and identify interventions suitable for different people. At the
same time, interventions with more durable effects need to be explored.
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Figure 1: PRISMA flow diagram
Figure 2: Risk of bias graph
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PubMed

1. ("Dementia"[Mesh])
2. Amentia [Title/Abstract]

3. Senile Dementia [Title/Abstract]

B

Familial Dementia [Title/Abstract]

5. "Alzheimer Disease"[Mesh]

6. Alzheimer Dementias [Title/Abstract]

7. Presenile Alzheimer Dementia [Title/Abstract]
8. (Presenile Alzheimer Dementia [Title/Abstract])

9. TOR20OR30R40OR50R60R70RS

10. "Caregivers"[Mesh]

11. Carers [Title/Abstract]

12. 10 OR 11

13. "Social Support"[Mesh]

14. Social care [Title/Abstract]

15. Perceived social Support [Title/Abstract]
16.13 OR 14 OR 15

17. Interventions [Title/Abstract]

18. program*[Title/Abstract]

19.17 OR 18

20. 9 AND 12 AND 16 AND 19

Web of Science

1. TS= (dement* OR ament* OR Lewy Body Disease OR
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Alzheimer* OR Alzheimer disease OR senile dementia)

2. TS= (caregiver® OR carer®)

3. TS=("social support")

4. TS=(intervention*)

5. (1 AND 2 AND 3 AND 4)

Cinahl S1. (MH “Dementia”) OR (MH “Dementia, Vascular’) OR (MH
“Dementia, Senile) OR (MH “Dementia, Presenile) OR (MH
“Alzheimer’s Disease”)
S2. AB dement* OR Alzheimers OR cognitive impairment OR
memory loss OR amenti*
S3.S10R S2
S4. AB caregiver* OR carer*
S5. AB social support OR social network
S6. AB interventions OR strategies OR best practices
S7. S3 AND S4 AND S5 AND S6

Cochrane #1. MeSH descriptor: [Dementia] explode all trees

#2. MeSH descriptor: [Alzheimer Disease] explode all trees

#3. (Amenti* OR Dementi* OR Alheimer* disease): ti,ab,kw

#4. #1 OR #2 OR #3

#5. MeSH descriptor: [Caregivers] explode all trees

#6. (Caregiver* OR Carer*): ti, ab, kw

#7.#5 OR #6
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#8. MeSH descriptor:[Social support] explode all trees

#9. (social support OR social network): ti, ab, kw

#10. #8 OR#9

#11. (intervention®): ti, ab, kw

#12. #4 AND #7 AND #10 AND #11

EMBASE

#1. 'dementia'/exp

#2. amenti*:ti,ab,kw OR dementi*:ti,ab,kw

#3. 'alzheimer disease'/exp

#4. 'alzheimer disease':ti,ab,kw OR 'alzheimer
dementia':ti,ab,kw OR alzheimer*:ti,ab,kw OR 'senile
dementia':ti,ab,kw

#5.#1 OR #2 OR #3 OR #4

#6. 'caregiver'/exp

#7. caregiver™:ti,ab,kw OR carer*:ti,ab,kw

#8. #6 OR #7

#9. 'social support'/exp

#10. 'social support'ti,ab,kw

#11. #9 OR #10

#12. intervention*:ti,ab,kw

#13. #5 AND #8 AND #11 AND #12
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Name

Scale

Cronbach’s

alpha

Cerquera et al., 2021;
Blackberry et al.,2023;
Gustafson et al., 2019;
Whitebird et al., 2013;

Wilkerson et al., 2018;

Chiu et al., 2009;
Christie etal., 2022;

Marziali and Garcia,
2011;

Smith et al., 2018;

Czajaet al., 2013;
Easom et al.,2013;
Lykens et al., 2014;

Nichols etal.,, 2011;

Fields et al., 2021;

van Wezel et al., 2021;

Xu et al.,2023;

Medical Outcomes Study (MOS)

Multidimensional Scale of
Perceived Social Support (MPSS)

10-21 items from three different
broad scales measuring social
support

self-developed scales

13-item questionnaire consisting
of 4 domains: satisfaction with
support, social support network,
received support and negative
interactions

0.736-0.921

NM

NM

NM

NM
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Glueckauf et al., 2022;

Berwigetal,, 2022;

Szczesdniak et al., 2021

Topfer et al.,2021

Roth et al., 2005

Czaja et al.,2018

Bassetal., 2013

Chien and Lee, 2011

Bank et al., 2006

Tompkins and
Bell,2009

Hébert et al.,2003

Robinson, 1988

Neal et al ,2024

BMJ Open

Social support: the Interpersonal
Support Evaluation List (ISEL)

brief form of the Perceived Social
Support Questionnaire (F —
SozU) to assess the extent of
social support

experiences of emotional and
practical support

social relationships

social support network

social support questionnaire

supporting resources

social support from the
perspectives of satisfaction with
social support and formal support

support questionnaire

The Inventory of Socially
Supportive Behaviors

Norbeck's Social Support
Questionnaire (NSSQ)

Social participation was measured
using the Maastricht Social
Participation Profile (MSPP)

0.92

0.90

NM

NM

NM

NM

NM

NM

NM

NM

NM

NM
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the Carers of Older People in
Xiao et al ,2024 Europe Index-Quality of Social 0.77
Support (The COPE Index-QS)

NM: Not Mentioned; The multiple blank spaces in Table 2 indicate that the authors

of these items share the same scale name and reliability value
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S 5
Table 3 Description of social support interventions E §
Author/Year Participants Outc@mes Results
Intervention & o
sample size Caregiver Type Duration Intervention Social Oth@r autcomes
type content support o2
Neal/2024 76 vs 74 ICG Multi- 4 weeks Use MSPP H§§@_L SSCQ; SScQ:1:
component FindMyApps Cesds” MSPP,HRQoL:NS.Costs:
app twice a 238 ],
week %T(“ﬁ =
Xiao/2024 131vs 135 FCG Multi- 6 Use iSupport, The COPE éelf- Mental related QoL: T ;
component months and host a Index-QS efﬁ&a&y, Self- efficacy, social
monthly carer Behagiours and  support: NS;
peer support c@erg reactions;
meeting lasting C8refs
45-60 min peIspEctlve of
thg Q@L of the
p@sogl living
wigh dementia
Xu/2023 20 African Peer 6 The SCP Plus 13 items B@rden and/or KAD, social support
Americ support months contained a 12  from four stEés§,, Coping satisfaction, coping skills:
an h in-person domains. skdlls oCareglver 1: Burden: | .
FCG training with the am)ragsal
senior Cgltu%l
companions. jugtlflgatlons for
caﬁeg&i/ing;
Caregiver well-
beingy
Blackberry/20 113 FCG Peer 32 Verily Connect MOS ZBl; 2 bespoke Social support: 1;ZBI: |
23 support weeks  model Surveys

u

V11-739
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2 “5 N
3 Author/Year Participants Outcorges® Results
4 Intervention = 8
5 sample size Caregiver Type Duration Intervention Social Otheﬁ OLEcomes
6 type content support S o
; Glueckauf/20 12 African  Multi- 12 12 weekly ISEL Se\g;,pritzi of CG-  Depression: | ; Perceived
9 22 Americ component  weeks telephone idedtifigd social support: 1; CAl:
10 an sessions, 7 one- pro%l@ﬁ(;s NS
11 FCG hour group Depfgﬁlon '
12 sessions and 5 He&lﬁ] Status;
13 one-hour Corseduences
14 individual goal- of (%f?e@lvmg
15 .
16 setting and aC'[Iglng%S
17 implementation B =3
18 sessions. 3. 3
19 Berwig/2022 107 vs 104 FCG Peer 6 Telephone- FSozU Regrlcﬁons The mental health domain
20 support months  based group K22 Depressed mood  of quality of life of family
21 meeting statgs;3 U;general carers and perceived
;g compl@nts social support: 1
24 Quallty:of life; Depression: | ;
25 Utllﬁatmn of
26 org services;
27 mAance in
28 dlffe.rem areas of
29 lifes €
2(1) Christie/2022 48 vs 48 Primar  Multi- 16 The intervention MSPSS; Se@e Qf Received support;
32 y CGs component weeks group had Received compe@nce MSPSS; Number of
33 access to Inlife,  support; Feéﬁln@% of friends and family ties: NS;
34 participants Number of Ionelin%ss; Sense of competence;
35 could use Inlife  friends and Anxiet;g and Feelings of loneliness;
36 in at their own family ties depresslon Anxiety and depression;
37 pace. Qualltyvof life; Perceived stress; Quality
38 .
39 Percel\;fned stress of life: NS.
40 N
41 Page|2 5
42
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S &
Author/Year Participants Outcorgesﬁ Results
Intervention > b
sample size Caregiver Type Duration Intervention Social Other owgcomes
type content support S w
Fields/2021 16 FCG Peer 3 Nine in-home Self- KA%; Goping Received social support:
support months  psychoeducatio developed skil%E%aregiver T; KAD, overall
nal session scale We'ﬁ%%’ﬂg; stress/burden levels, well-
covering one Burgenmand/or  peing of doing activities,
topic per week Stresg;s coping skills: NS
to their paired 23¢9
ADRD family 239
caregiver over a ; -_g“
three-month 5 3
period were & 2
delivered by > 5
Each Senior 5 3
] Companion = 3
Szcze sniak/2 45 vs 21 vs FCG Multi- 3 MCSP for both  Experience Saﬁm% agtion; Emotionally supports: T ;
021 15 component months  people living S of Reasoas for Satisfaction: 1 : Burden:
with dementia emotional pargciphtion in |
and their carers  and the;—,gu@)ort '
practical prografme;
support Burdlers
s @
g -
S 8
& B
8
v
3
2
5
g
Q
m
N
Page | 3 i
>
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4 Author/Year Participants Outcome& § Results
5 Intervention e 2
6 sample size Caregiver Type Duration Intervention Social Other @Jtck’?)mes
7 type content support 5 >
S Topfer/2021 29 vs 22 FCG Individual 6 The intervention Social Depréssk)n Changes regarding own
10 therapy months  group (IG) relationshi CareggEeT illnesses, the living
11 received 12 ps: The burd&l‘” S situation with the PwD, the
12 individual German Emotﬁ)ﬁ@ living environment, the
13 therapy Version of well-l‘f@g*%; employment status, care
14 sessions (each  the World Utl|lZ§tfﬁ)B of for any other person than
12 50 min) Health resoug@g the PwD, and severe
17 delivered via Organizati 5_ - illness of any close person
18 telephone from  on § S in the last 3 years: NS;
19 Tele. TAnDem QoLBREF 2 =Z social relationships: T,
20 intervention. (WHOQoL > = use of support services:
21 —BREF) 3 3 NS
;g van 202vs 184  Turkis Peer Two 2- Two educational The The geréelved Support received from
>4 Wezel/l2021 h or support hour sessions on support press%lres from family, friends or
25 Moroc interven dementia, each received: mforrgal Bcare neighbors, and advice
26 can tions last two hours, four self- The pergeived received from a doctor:
27 backgr with other developed ability: ta talk NS. support received from
28 ound participants questions  about; z home-care staff: |
29 FCG (peers) with the deméht@
30
31 same cultural KAD,E 3
32 background % N
33 (Turkish or I
34 Moroccan). ot
35 Ko
36 2

3
2

@
0
41 5
42
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13
14
15
16
17
18
19
20
21
22
23
24
25
26
27
28
29
30
31
32
33
34
35
36
37
38
39
40
41
42
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Author/Year Participants Outcomes & g Results
Intervention a &
sample size Caregiver Type Duration Intervention Social Other ougcomes
type content support c S
Gustafson 16 vs 15 FCG  Multi- 6 Intervention MOS Family § < All findings: NS; Due to
Jr/2019 component months group receiving conflictgmg small sample size.
D-CHESS. Caregl\mg B
Control group burdeno &
receiving a Lonellng‘gSg
caregiving AnX|etng 23
book. Satlsfagt@g
with caae8 8
decisions; 5
Depresgmri
Coplng“’ =
competencm
Czaja/2018 146 FCG Multi- 6 12, 60-min Social Depresgmé Depression, overall
component months individual (6 Support Affective ?g burden, overall bother: | ;
telephone and  Questionn  distressy c Social support, positive
6 face'to-face) aire Burdenﬂ P aspects of Caregiving or
educational Caregi\angg obtaining respite services:
sessions and Self- Efﬁca@y, NS.
skill building Memor}g <
and 5 support relatedg >
groups by problergs, &nd
telephone. dlsruptlge N
behaviors; m
o
3
2
o
N
5
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2 - N
3 2
4 Author/Year Participants Outcomes § Results
5 _ ~Intervention _ . . @ @
6 sample size Caregiver Type Duration Intervention Social Other @ut¢mes
7 type content support c S
g Wilkerson/201 60 Inform  Peer 6 weeks Participants MOS Burdeth; o Burden; | ; Perceived
10 8 al CGs support were allotted to Frequgnades of stress: | : Emotional and
11 two private emotig informational supports: 1
12 Facebook problena '
13 groups receiving Learn@g
. . . 5
14 the intervention activiteg =
15 over the course o538
16 ; 232
17 of six weeks. 592
3 .=
18 = 3
19 a z
20 > 2
21 Z S
22 = 2
;‘5‘ Smith/2018 16 FCG Peer 6 months  Carers receiving MSPSS Depregssi'gn Perceived social support:
2% support one-to-one  peer and o anxiety; 1; Depression, anxiety
27 support or Loneldess and loneliness: NS.
28 befriending  from 23
29 volunteers at least 3 £
. >
30 a weekly basis. 2 o
4 £ 5
32 RN
33 b &
34 -
35 3
36 %
37 3
38 =]
39 @
40 N
41 5
42
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Author/Year Participants Outcomesy Results
Intervention a &
sample size Caregiver Type Duration Intervention Social Othegoutcomes
type content support c S
Tremont/201 105vs 94  Inform  Counselling 6 Trained Community  Butden; Caregivers who
7 al CGs group months  therapists support Dg@sion; received the FITT-C
contacted services B Qé or used community
caregivers 16 used times, prgtﬁe'\’l"ns support services
times use healthcare ) %g significantly more than
telephone for 6  resource Q3 those receiving TS;
months, use §§§ FITT-C caregivers had
providing %38 a significantly lower
recommendatio 35 rate of ED visits and
ns for 2 i hospital stays; Care
resources, e 3 recipient use of
information Z 5 community or medical
about dementia, 5 2 resources did not differ
and emotional g ?g according to group.
support. 5 S
Lykens/2014 494 FCG Multi- 6 Certified 10 item Risk Cdarediver Caregiver burden and
component months interventionists = Assessment Burdeh; Depression: | ,Social
deliver the of feeling De_pre;ssion; support and self-care: a
intervention isolated, Segf-Gare slight but not
included 12 availability S 3 statistically significant
sessions [9 in- of someone S : increase after the
home, and 3 to talk to or S service, which is in the
telephone assist with e correct direction.
sessions], five caregiving 9
structured H
telephone ]
support group 2
sessions @
N
=
>

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml


http://bmjopen.bmj.com/

T o
Page 47 of 50 BMJ Open S 2
s 3
=)
1 Social support interventions for dementia caregivers ‘% g
2 - N
3 _ 3 S
4 Author/Year Participants Outcomés g Results
5 _ _ Intervention _ _ _ 2 g
6 sample size Caregiver Type Duration Intervention Social g dother
7 type content outcomes c S
8 support o
9  Whitebird/201 38 vs 40 Primar MBSR 8 weeks 8 weekly 2.5-hrin-  MOS Stresg; Mental MBSR was more effective
10 3 CGs erson grou Healt§};s v at reducing stress,
n O
:; sessions. Burders & decreasing depression,
13 §5Y and improving overall
o
1 ~a 3 mental health than CCES.
15 3§§ Both interventions
16 538 improved caregiver mental
17 23 health and were similarly
18 5 3 effective at improving
;g & = anxiety, social support,
21 zZ 5 and burden.
Bass/2013 299vs 187 FCG Multi- 12 Partners in Support Unmel ngeds; Three types of caregiver
22 o
23 component months Dementia Care: resourc Caregveg strains, depression, unmet
24 initial assessment; e:1) straing; 2 needs: | , and two
25 aCtionl plan; number Depréssi?n Support resources: T
26 Ongoing of = S
;; Monitoring and informal 5 o
29 Reassessment helpers; g <
30 2) use S 3
31 of S ~
32 caregive E
33 r % ;Jn
34 support o
35 PP o
©
36 services 3
37 2
38 =]
39 @
40 N
41 5
42
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Author/Year Participants Outcontes N Results
Intervention 5 &
sample size Caregiver Type Duration Intervention Social Othé§ lﬁcomes
type content support - 9
Czaja/2013  36vs 63 FCG Multi- 5 A technology 10 items Buiglery Caregiver burden: | ;
component months based multi- assessing Degrg%sion; satisfaction with social
component three Pogitive support: 1 ; appreciation
psychosqcial domains of aspghgtg of of the positive aspects of
intervention was  support: carg%‘gng caregiving: ©:
delivered in- (a) ~as
home and via received 2839
videophone support(b) S3g
technology over satisfaction ; -3
5 months. with 5 3
support(c) & 2
negative L
interaction s 2
s/ supports = 3
Easom/2013 85 FCG Multi- 6 Nine face-to-face A Risk Appraisal ﬁA Risk The scores for Self-
component mont (in the home) and Assessment: aAppraisal Care and Social
hs three telephone three questions §A5§essment Support increased
sessions, tailored of social support gfivgquestlons slightly post-service
education and zaddressing were not statistically
support. ;ﬁcaﬁagiver significant, which is in
gsaféty, five the correct direction.
SquBstions
Yasgessing
cagggiver
he%lth
beBaviors,
thrge
qur%stions
targeting
strgss, two
items on
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2 Author/Year Participants Outcomaes o Results
s . . Intervention . _ .
6 sample size Caregiver Type Duration Intervention Social Othéﬁo@comes
; type content support S
g Nichols/2011 127 FCG Multi- 6 months The intervention  The 21- Cﬁre@vmg Depression, burden,
9 component included guestion risk rlgk &eas of impact of depression on
10 education, appraisal, a&@ﬁced daily lives, and
n support, and adapted c&re S caregiving frustrations:
12 skills trainingto  from %gmng, | ; Social support: NS.
I address 5 REACH Il ediation,
15 caregiving risk sgfgtg
16 areas: safety, hgddtd and
17 social support, hga‘ftgy
18 problem behaav/lors
19 behaviors, add 2
;‘1) depression, and caregiving
% caregiver health. frgst@tions.
>3 Marziali/2011 91 FCG Multi- 10 Online Chat Group MSPSS C@re@iver The Video Group
24 component  weeks Intervention:  the h‘@altg demonstrated greater
25 Chat Group was Dgp@sswe improvement in mental
26 provided with foms;  health status. For the
27 access to the CFO Cgregiving Video Group,
;g website  for 6 d@trgss improvements in
30 months; Online g g neuroticism, self-
31 Video S ~ efficacy, and social
32 Conferencing S 8 support were associated
33 Support Group e ;:5 with lower stress
34 Intervention:10 o response to coping with
35 weekly sessions in 2 the care recipient’s
g? mutual  self-help S decline in function and
38 mode with 1 of the g cognitive impairment.
39 group  members o)
40 manipulating  the N
41 technical aspects =
42 of the video-
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1 Author/Year Participants Outcomes 3 Results
2 Intervention Els
3 sample size Caregiver Type Duration Intervention Social Other dutéomes
4 type content support s 3
Z Chien/2011 46 vs 46 FCG Multi- 6 DFCP satisfaction Bur(%n,&OL Intervention group’s
7 component  months with social c S utilization of family
8 support g © services was significantly
9 available: 3 5 decreased at the 18-
10 SSQ6; Fe month follow-up, the
11 Formal =38 routine care group’s
:g support %gg service utilization had a
14 services: E% 5 slight increase.
15 FSSI 259
16 Tompkins 367 FCG Health 12h 12h training SCP Ove@;@i Depression: | ; Overall
17 and educated usage satistaction; services used: 1 ;
18 Bell/2009 guestionna Dep@ss‘"on
19 ire. Ovedll Z
;? serv@e%‘used
22 g %
5 3
;i Chiu/2009 35 FCG Multi- 6 The ICSS MSPSS Faniily g Burden, social support and
25 component months  supported two burd§n el health behavior: NS;
26 Internet-based Care:@ivor’s depression: | .
27 communication abiliy; 5
;g tools: (a) a Depmsﬂon
30 caregiver Percglvéd
31 information overgll health
32 handbook, and PACE C&’re
33 (b) personalized reC|p|eng$
34 e-mail functionéng
35 communication level O
36 between 5
37 : 3
38 client and 2
39 clinician. Q
40 N
41 5
42
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4 Author/Year Participants Outcomes & Results
3 Intervention e &
6 sample size Caregiver Type Duration Intervention Social Other $utéomes
/ type content support 5 o
S Bank/2006 41 FCG Multi- 18mont Professional Support NOi”T: § Support group
10 component  hs provides Group p 010 attendance: NS;
1 telephone Questionnai 828 Intervention Improved
12 support group re %ib relationships among family
12 =8 g members, and telephone
15 ggg support groups made
16 552 them more willingto
17 e participate in community
18 5 3 support groups
19 a Z
20 > 2
21 Roth/2005 163vs 149 Spous Counselling 12 Counseling and  Social Strgssg Intervention group
22 e CGs group months  support support apgraisals of achieved significant
23 network: carg rezipient increases after 1 year on 8
;‘5‘ caregiver's  memofy and  of the 11 indicators, which
2% Satisfaction: be@vigr were total size of social
27 methods of  proBlems; network, number of close
28 Stokes; Depression family members, general
29 caregivers’ S ¢ satisfaction, satisfaction
30 reports of > 3 with assistance,
31 the g satisfaction with emotional
gg frequency at 2 S support, telephone calls
34 which they ) (no. per month), personal
35 received g visits (no. per month),
36 information E sitting with patient (no. per
37 or 3 month).
38 assistance ~
39 from 0
40 support =
41 —
42 persons. >
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Author/Year Participants Outcomés & Results
Intervention e X
sample size  Caregiver Type Intervention Social Otherufomes
type content support 5 o
Hébert/2003 60 vs 56 Primar  Multi- Participants in The Freqijer&t:y of Institutionalization:
y CGs component the study group Inventory behaVJDTaI and | ;personal efficacy:
had fifteen 2-hr of SOCia”y mer@(gﬁ T ;Other outcomes: NS.
weekly sessions  Supportive  proltegns;
focusing on Behaviors Desf@2 to
stress appraisal mst@ﬁ@ﬁahze
and coping Sub@gtﬁ/e
loads =5
Mercedes/20 19 vs 19 vs FCG Multi- 1.multicompone MOS Burc;ie'ng The control group social
02 20 component nt + respite 2 =z support: | ; the
group; 2. respite > 2 multicomponent plus
group; 3. control ] respite group social
group 2 3 support: T afterl0-month
oz follow-up.
Robinson/198 11vs9 FCG Health Social skill NSSQ Selfzstéem; Objective and subjective
8 education training program Socgll &llls burden: | ; the treatment
Caf@Q'Véﬁg group and control group of
burdgn 2 social support: NS.

FCG: Family caregivers; ICG: Informal caregivers; MSPP : Maastricht Social Participation Profile; HRQ@ Hiealth Related Quality of Life; SSCQ:
the Short Sense of Competence Questionnaire; QoL:Quality of Life; The COPE Index-QS: the Carers &f QLder People in Europe Index-Quality
of Social Support;;NR: not reported; SSRS: Social Support Scale; CAl: Caregiver Appraisal Inventory; dBl: DCareglver Burden Inventory; SCSO:
Simplified Coping Style Questionnaire; GSES: General Self-Efficacy Scale; 1 :
significant reduction; MSPSS: Multidimensional Scale of Perceived Social Support; PAC: Positive Aspects oﬁCaregiving; CGs: Caregivers; MOS:
Medical Outcomes Study; KAD: Knowledge of Alzheimer’s disease/dementia; NSSQ: Norbeck's S(‘;;;cial Support Questionnaire; ISEL:
Interpersonal Support Evaluation List; MCSP: Dutch Meeting Centers Support Programme; DFCP: Demeagtia Family Care Programme; SSQG6:
Six-item Social Support Questionnaire; FSSI: Family Support Services Index; MBSR: Mindfulness-Based %tress Reduction; SCP Plus: Senior
Companion Program Plus; PwD: people with dementia; ZBI: Zarit Burden Interview '

-
—
>
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Social support interventions for caregivers of older adults with dementia: A
scoping review

ABSTRACT

Objectives To identify and assess the social support interventions provided to
caregivers of older adults with dementia. By synthesizing the findings, it
seeks to provide insights into effective strategies that can enhance caregivers’
support.

Design A scoping review.

Data sources The PRISMA Extension for Scoping Reviews was strictly
followed in this study. Searches were systematically conducted across five
databases (PubMed, Web of Science, Embase, Cochrane Library, CINAHL)
from their inception up to Feburary 2025.

Eligibility criteria for selecting studies We included original intervention
studies published in English that examined social support interventions for
caregivers of older adults with dementia, focusing on outcomes reporting social
support.

Data extraction and synthesis Data extraction was conducted using a
standardized Microsoft Excel chart based on Arksey and O’Malley’s method.
Two reviewers independently collected information on study characteristics
(authors, country, publication year, design, sample size, assessment tools,
interventions, and outcomes). Disagreements were resolved by a third
independent reviewer.

Results A total of 31 studies were selected for this review, revealing six distinct
categories of social support interventions for caregivers of older adults with
dementia. These categories included peer support (n = 7), counselling group
intervention (n = 2), health education (n = 2), mindfulness-based stress
reduction intervention (n = 1), individual therapy (n = 1), and multicomponent
interventions (n = 18). The findings indicate that these interventions significantly
enhanced the social support available to caregivers, leading to positive
outcomes such as reduced caregivers burden, anxiety, depression, and
improved coping skills.

Conclusion This review underscores the variety of interventions designed to
enhance social support for caregivers of older adults with dementia. The
findings provide valuable insights for caregivers, administrators and other
stakeholders, emphasizing the critical need to adopt and promote effective
social support strategies for this population.
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Registration: A review protocol was registered on the OSF registries, with the
following registration doi: https://doi.org/10.17605/0SF.I0/D9C53

Strengths and limitations of this study :

® This scoping review performed a comprehensive search strategy to identify
articles that focused on interventions specifically designed to support
caregivers of older adults with dementia.

® \We conducted a quality assessment on the included randomized controlled
trials (RCTs); however, this assessment did not extend to other types of
studies included in the review.

® This study was limited to articles published in English and did not include
grey literature or conference literature.

BACKGROUND

According to World Health Organization(WHQO) 2023 Report, dementia
affects over 55 million people globally, with projections indicating a rise to 139
million by 2050, largely driven by global population ageing'. Dementia is
anticipated to become the seventh leading cause of mortality worldwide 2.
Caring for older adults with dementia presents significant challenges due to the
progressive cognitive decline and neuropsychiatric manifestations associated
with the condition, including behavioural and psychological symptoms of
dementia (BPSD)3.

Caregivers of older adults with dementia can be categorized as formal or
informal, with informal caregivers—typically family members, friends, or
relatives —playing a crucial role in supporting older adults suffering from
advanced, terminal ilinesses*. These informal caregivers are unpaid® and often
dedicate substantial time, with approximately 16 million individuals providing
over 18.6 billion hours of care annually’. The caregiving role is a time-intensive,
demanding substantial personal and temporal commitments. The progressive
nature of dementia exacerbates the challenges faced by family caregivers,

particularly in managing neuropsychiatric symptoms and functional decline®.
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Many caregivers experience feelings of isolation and helpless due to a lack of
emotional, informational, and practical support °. Research indicates that family
caregivers of individuals with dementia experience elevated caregiver burden,
depressive symptoms, and reduced quality of life compared to those caring for
patients with non-dementia chronic conditions'®. In contrast, formal caregivers
refer to professionally trained nursing staff, such as nurses, nursing assistants,
and rehabilitation therapists, who provide compensated professional nursing
services to individuals with dementia and usually receive compensation®. Given
the critical role caregivers play in dementia care, understanding their needs and
experiences is essential for developing effective social support interventions.
However, studies have shown that these needs are often overlooked in the
service development process''. Interventions developed in collaboration with
caregivers have demonstrated more favorable outcomes in reducing caregiver
burden and improving mental health, underscoring the importance of involving
caregivers in the design of support programs’2.

Social support encompasses the emotional, informational, material, and
behavioral assistance individuals receive within their social relationships, which
can alleviate stress, enhance psychological resilience, and promote individual
mental health'3. It reflects both subjective or objective effects of various social
relationships embedded in social networks 4, and is derived from multiple
societal aspects, including emotional, specific, and informational support ' .
This concept involves the exchange of emotional connections—such as
affection, love, admiration, and respect — alongside affirmation ,which includes
agreement and acknowledgement of the appropriate action or perspectives, ,
as well as assistance in the form of resources, financial support, information,
guidance, or favors'®. Social support represents the consistent engagement
between individuals and groups sharing common values, serving as a source
of mental motivation, feedback, assistance, and material aid'”. Theoretically,
the social support framework can be viewed as a provider-centric model, in
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which one or more individuals or network participants offer valuable assistance
to the beneficiary'®. By providing a defense against stress, social support
fosters psychological resilience '° and coping strategies in individuals2°.
Additionally, it moderates the relationship between self-efficacy and mental
health2! , highlighting its critical role in promoting well-being.

As an external resource, social support contribute to enhancing the
physical well-being of caregivers'®20. The substantial stress associated with
caregiving responsibilities can exacerbate negative emotions such as anxiety
and depression, adversely impacting both mental and physical health, 24 which
may, in turn, diminish the quality of care provided. Additionally, the demands of
caregiving role can lead to increased feelings of loneliness?2. While social
support is crucial for overall well-being, a study revealed that stigma often leads
caregivers to be reluctant to seek out such support, resulting in isolation that
further intensifies their caregiving burden?®. These factors can severely affect
the caregivers’ physical and mental health, increasing their vulnerability to
heart-related diseases and other health issues?’. Therefore, addressing the
barriers to social support is essential for improving the well-being of caregivers
and the quality of care they provide.

Targeted social support interventions are essential to caregivers of older
adults with dementia, a population that frequently relies on informal support
networks to alleviate caregiving burden and maintain psychosocial resilience?8.
Interventions such as psychological training, therapeutic treatments, and self-
care programs have demonstrated efficacy in reducing stress associated with
emotional and behavioral issues?®. In England, respite care is often the
preferred option for those caring for individuals with advanced dementias3°.
Since the 1990s, computer networks have played a pivotal role in delivering
these interventions3!. Emerging evidence indicates that technology-based
interventions, such as digital communication platforms, can improve social
connectedness and reduce feelings of loneliness among older adults,
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particularly those experiencing social isolation 32.As social support improves,
individuals find it easier to deal with life’s challenges. Another, a study has
shown that the levels of satisfaction with social support significantly influence
the attitudes of Korean American caregivers towards individuals with
dementia33. However, despite the increasing diversity of social support
interventions for dementia caregivers, the fragmented nature of existing
evidence—characterized by methodological heterogeneity and inconsistent
outcome reporting—hinders a robust synthesis of their effectiveness and
implementation fidelity.

This scoping review aimed to synthesize the existing research on social
support interventions specifically targeting caregivers of older adults with
dementia. It seeks to achieve three main objectives: (1) to summarize the
various types of research evidence available, including studies focused on
social support and evaluation of the research populations; (2) to provide an
overview of the specific content of interventions for social support and their
associated outcomes as measured by various metrics; and (3) to assess the
effectiveness of documented social support interventions for caregivers. By
integrating these elements, this review aims to clarify the current landscape of
social support research in this critical area and identify potential gaps for future

investigation.

METHODS

Research questions
The review addressed the following research questions: (1) What types of
interventions are designed to improve the social support of caregivers of older
adults with dementia? (2) What assessment tools are utilized to evaluate social
support, and what specific outcomes are measured? (3) What effects are
observed following the implementation of these interventions for caregivers of

older adults with dementia?
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Search strategy
This scoping review was conducted in accordance with the Preferred
Reporting Items for Systematic Reviews and Meta-Analyses extension for

Scoping Reviews (PRISMA-ScR) checklist 3*and adhered to Arksey and

O’Malley’s methodological framework 35. The framework includes five key steps:

identifying the research question, searching for relevant studies, selecting
studies, charting the data, and collecting, summarizing, and reporting the
results. To map the existing research in this field, we conducted comprehensive
searches across five major databases: PubMed, Web of Science, Embase,
Cochrane Library, and CINAHL, with the aim of identifying studies that met the
inclusion criteria. A preliminary search was performed to locate relevant
literature on the topic (see Supplemental search strategy). The search strategy
was collaboratively developed by team members, and the literature retrieval
was carried out independently by two master's students with medical

” o«

experience. Our search utilized the keywords “dementia caregivers,” “social
support,” and “intervention” to ensure a thorough exploration of pertinent
evidence, covering the period from the inception of the databases up to

Feburary 2025.

Inclusion criteria
This scoping review focused on research examining social support
interventions specifically designed for caregivers of older individuals with
dementia. Eligible studies included those that targeted these caregivers and
reported outcomes related to social support. Only original intervention studies
with full texts were considered for inclusion. Additionally, the review was limited
to literature published in English to ensure the synthesis of globally accessible

evidence align with the review's objective.

Exclusion criteria
Studies were excluded if the full text was unavailable, vital information was
absent, an explicit methodology was absent, or the publication language was
not English.
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Types of sources
In alignment with the review questions, this scoping review included a
variety of intervention studies, specifically randomized controlled trials (RCTs),

nonrandomized controlled trials (NRCTs), and mixed-methods studies.
Study selection

The study selection process involved importing citations into EndNote X9
citation management software, followed by the removal of duplicates. Prior to
screening, all reviewers received standardized training to ensure consistency
in the evaluation process. Two researchers independently conducted an initial
screening of eligibility based on the titles and abstracts, subsequently reviewing
the full texts for further assessment against the predefined inclusion and
exclusion criteria. The rationale for excluding any studies was meticulously
documented. Any discrepancies among the authors were resolved through
consultation with an additional author. The search results are illustrated in the
Preferred Reporting Items for Scoping Reviews and Meta-analyses (PRISMA)

flow diagram (Figure 1).
Data extraction

A standardized extraction data chart was developed in Microsoft Excel,
drawing on Arksey and O’Malley’s data extraction form3°, following consultation
among all authors to ensure comprehensive data collection from the included
studies. Two investigators independently gathered relevant information from
the eligible records. The Excel table was designed to facilitate the extraction of
key details, including authors’ name, country of origin, publication year, study
design, sample characteristics, sample size, assessment tools, intervention
strategies (such as types, frequency, tools, and outcomes), and the main
findings of each study. Any disagreements in the data extraction process were
resolved by an additional independent reviewer, ensuring the accuracy and

reliability of the collected data.
Patient and public involvement

Patients and the public were not involved in the design, conduct, reporting,
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or dissemination plans of this research.

RESULTS

Overview of findings

The initial search identified 3,127 relevant citations (see Fig.1). After
deduplication,1,871 articles were selected for inclusion. A review of titles and
abstracts led to the identification of 183 studies for full-text assessment. Of
these, 143 articles were excluded for various reasons: 36 were designed with
protocols, 24 had participants who did not meet the eligibility criteria, 52 focused
on outcomes that did not include social support, 25 were not published in
English, and 8 had missing full texts. Ultimately, 31 studies were incorporated
in this scoping review. Efforts were made to contact the author of the article for

which the full text cannot be obtained; however, no response were received.

Study characteristics

The 31 studies were published between 1988 and 2025. Among these, 16
were RCTs36-51 eight were NRCTs%2%° and seven weremixed methods
studies®?-66. The maijority of the studies were conducted in the United States (n
= 19), followed by Europe (n = 11), Oceania (n = 1), and Asia (n = 2). Table 1
presents an overview of the of the fundamental details of the included studies.
In terms of intervention settings, two studies were conducted in long-term care
institutions 2234, ten in community settings36:37,51,52,55,56,58,60,61.64 gnd nineteen in
the older adults’ homes 35-44.46:47.50,52,55,56,58,5950  The total sample size of
caregivers across the studies was 4,629, with individual study sizes ranging
from 12 to 494 participants and a median of 85 cases. The majority of studies
targeted family caregivers of older adults with dementia, with representation
across diverse cultural contexts. Notably, three studies specifically evaluated
social support interventions tailored for African American caregivers,

highlighting gaps in evidence for underserved populations 06263 Additionally,
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one study focused on caregivers of Turkish and Moroccan backgrounds living
in the Netherlands 49, while another investigated ways to enhance social
support among Chinese Canadian caregivers %. Although interventions were
frequently delivered in community-based or clinical settings, the majority
targeted family caregivers of individuals with dementia broadly, with only one
study explicitly focusing on spousal caregivers through dyadic, kinship-specific

support frameworks*4.
Quality appraisal

This scoping review also conducted a quality appraisal of the included
RCTs, revealing that over 75% of the studies were assessed to have a low risk
of bias in the subsequent domains, including sequence generation, blinding of
outcome assessment, and selective reporting. However, less than 60% of the
studies were rated as low risk in other critical areas, such as allocation
concealment, blinding of participants and personnel, incomplete outcome data;
and the presence of other potential biases (see Fig. 2). This assessment
underscores the variability in methodological rigor across the included RCTs.

Table 1 Characteristics of included studies

Author Year Country Design Setting Sample
Neal et al 2024 Netherlands RCT Community 150
Xiao et al 2024 China RCT Home 266

Mixed
Xu et al. 2023 USA Community 20
methods
Blackberry et Mixed Rural
2023 Australia 113
al. methods community
Glueckauf et Mixed
2022 USA Home 12
al. methods
Berwig et al. 2022 Germany RCT Facility 280
Christie et al. 2022 Netherlands RCT Home 96
Mixed
Fields et al. 2021 USA Home 16
methods
Szcze'sniak Italy, Poland, Mixed
2021 Community 141
et al. UK, methods
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Author Year Country Design Setting Sample
Netherlands
Topfer et al. 2021 Germany RCT Home 51
van Wezel 2021 Netherlands RCT Home 340
David
Gustafson Jr 2019 USA RCT Home 26
et al.
Czaja et al. 2018 USA Non-RCTs Community 146
Wilkerson et
| 2018 USA Non-RCTs Home 60
al.
Mixed
Smith et al. 2018 UK Home 16
methods
Tremont et
| 2017 USA RCT Home 250
al.
Lykens et al. 2014 USA Non-RCTs Community 494
Whitebird et
| 2013 USA RCT Home 78
al.
Bass et al. 2013 USA RCT Community 486
Czaja, et al. 2013 USA Non-RCTs Home 110
Easom et al. 2013 Georgia Non-RCTs Rural home 83
Nichols et al. 2011 USA Non-RCTs Home 127
Marziali et al. 2011 Canada Non-RCTs Community 91
Wai Tong
2011 China RCT Home 92
Chien et al.
Tompkins et
| 2009 USA Non-RCTs Community 367
al.
Mixed
Chiu et al. 2009 Canada Home 35
methods
Bank et al. 2006 USA RCT Community 41
Roth et al. 2005 USA RCT Home 406
Hébert et al. 2003 Canada RCT Home 158
Mercedes et
| 2002 Colombia RCT Day centers 58
al.
Robinson et
| 1988 USA RCT Home 20
al.
264
265
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Theoretical frameworks utilization research design

Among the 31 studies, 12 studies were guided by six distinct theoretical
frameworks to inform their research design: the Stress Process Model, the
Sociocultural Stress and Coping Model, the Stress-appraisal Coping and the
Crisis Model, the Role Transformation Framework, Rural Nursing Theory, and
Tolsdorf's Conception of Social Support. Specifically, five studies followed the
Stress Process Model 37:51.5257.62  while three adhered to the Sociocultural
Stress and Coping Model 436063 Additionally, one study employed Lazarus and
Folkman’s Stress-Appraisal Coping model alongside the Crisis Model of Moos
and Tsu %, one was guided by the Framework of Role Transformation °°,
another implemented the Rural Nursing Theory %4, and another one was based
on Tolsdorf’'s Conception of Social Support 4!. Furthermore, 19 studies did not
reference any theoretical framework, indicating a gap in the theoretical

grounding of a significant portion of the research.
Social support measurements

As detailed in Supplemental Table 2, a total of 23 methods were employed
to measure social support across the studies reviewed, with the Medical
Outcomes Study social support survey (MOS) being the most frequently utilized,
appearing in five studies. The MOS is a multidimensional, self- administered,
and concise survey designed to measure social support among patients®”.
Additionally, the Multidimensional Scale of Perceived Social Support (MPSS)
was utilized in four studies, while another four studies extracted between10 and
21 items from three different broad scales to measure social support. Several
studies also developed their own measurement tools, including a 13-item
questionnaire consisting of four domains: satisfaction with support, social
support network, received support and negative interactions. Other instruments
included the Interpersonal Support Evaluation List (ISEL), a brief form of the
Perceived Social Support Questionnaire (F-SozU), which assesses various

dimensions of social support, and the Inventory of Socially Supportive
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Behaviors, among others. Supplemental Table 2 indicates that the majority of

studies did not report on scale reliability and validity.

Social support interventions

As presented in Supplemental Table 3, the social support interventions
identified in the reviewed studies were categorized into six distinct types based
on their specific content: peer support (n = 7), counselling group (n = 2), health
education (n = 2), mindfulness-based stress reduction (n = 1), individual therapy
(n = 1), and multi-component interventions (n = 18). Notably, one study
highlighted that the development of intervention methods involved organizing
multiple focus groups to assess caergivers’ need*2. The delievery of the
interventions varied, encompassing online and offline, and hybrid formats.
Fourteen studies utilized online interventions36.38.39.42,47.48,50,51,53,56,57,59,62.66  ten
studies employed offline interventions*041.43:45,46,49,.58,60.63.64 gnd seven studies
implemented a combination of online and offline approaches?7:4452,54.55,61,65
This diversity in intervention types and delivery methods underscores the
multifaceted nature of social support interventions aimed at addressing various

needs within different populations.
Peer support

Peer support interventions are characterized by group-based programs
facilitated by trained peers or mentors who possess lived caregiving experience.
These programs foster shared experiential learning, mutual problem-solving,
and emotional reciprocity among participants. In the reviewed studies, eight
utilized peer-support interventions, comprising two randomized controlled trials
(RCTs), and six employing mixed methods. The duration of these interventions
varied, with the shortest lasting four hours 4°, while others spanned up to 24
weeks; one study implemented a three steps intervention over 32 weeks 81, and
the majority opted for a six months duration3860.65 Additionally, one study was

conducted three months 83, and another lasted six weeks 5. Among the findings,
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three studies showed improvement in perceived social support386365 one
indicated enhanced satisfaction with social support®®, and another
demonstrated advancements in emotional and informational support®.
Furthermore, one study noted an increase in support from home care staff ;
however, improvements in support from family, friends, neighbors, and advice
from doctors were not statistically significant*®. Overall, one study highlighted
an enhancement in overall social support®!, underscoring the potential
effectiveness of peer support interventions.

Counselling group intervention

Counselling group intervention involves caregivers participating in support
groups that provided personal and family consultations. In the reviewed
literature, two studies implemented group counselling interventions, both of
which were RCTs. With durations of 12 months 44 and 6 months 47. One study
reported a significant improvement in caregivers' utilization of community
support services s; however, it noted no significant improvement in the
utilization of community services and medical resources by the care recipient*’.
Additionally, another study identified 11 indicators of social support, with 8

showed significant improvement*4.

Health education

Health education intervention in the context of dementia care
encompasses social skills program aimed at enhancing caregivers' care skills
and confidence. These programs typically involve 12 hours of sessions
designed to achieve various objectives, such as developing emotional
resilience, understanding the disease, and fostering a sense of control. In the
reviewed studies, two utilized health education interventions, one was an RCT,
while the other was a non-RCT study. The intervention duration were 2 months
41 and 12 hours %8, respectively. One study reported a significant increase in
service utilization®®, , indicating that the educational component effectively

encouraged caregivers to seek additional resources. In contrast, the other
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study reported no significant increase in social support among participants*.
These findings highlight the potential benefits of health education interventions

in enhancing caregivers' skills, although the impact on social support may vary.
Mindfulness-based stress reduction

Mindfulness-based stress reduction interventions for caregivers involve
weekly guidance on mindfulness principles, complemented by meditation and
gentle yoga sessions led by a trained instructor. One RCT examined the
effectiveness of such an intervention, which lasted for two months 46. The
results indicated a significant improvement in caregivers' social support

following participation in the program.
Individual therapy

The expanded Tele.TAnDem program provided caregivers with 12
individual therapy sessions, each lasting 50 minutes, conducted via telephone
across six months period*®. This comprehensive program included 10
therapeutic modules designed to address various aspects of caregiving. A three
-year follow-up of the study revealed that informal caregivers experienced a
significant reduction in caregiver burden, improved quality of social
relationships, and enhanced skills in managing the behavioral issues
associated with dementia. While the intervention significantly improved
caregivers' social relationships, it did not demonstrate significant increase in

service utilization.
Multi-component interventions

Multi-component interventions integrate psychological education,
systematic communication, and physical therapy. 18 studies used multi-
component interventions, of which six were non-RCTs, nine were RCTs, and
three were mixed methods. The shortest intervention duration was four weeks®?,
the longest was 18 months 36, and the most common intervention duration was
six months 42:4550,52,54,55,57.66_ Among the 18 studies mentioned above, a total of
11 studies reported a slight increase in social support without statistical
significance, but also pointed out that the interventions were in the correct
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direction36.39.42,44,50-52,54,55,57.66 Qne study reported an increase in overall social
support*!, one mentioned that the intervention improved the perceived social
support of caregivers®2, one mentioned an increase in emotional support®4, and
another mentioned a significant increase in support resources®’. Meanwhile,
one study reported an increase in social support satisfaction®, another study
proposed that social support were associated with lower stress response to
cope with the care recipient's decline in function and cognitive impairmenté, by
the way, one study showed that the intervention group’s utilization of family

services was significantly decreased°.
Intervention outcomes

In addition to enhancing social support, nine studies showed that
intervention significantly reduced caregiver depression37.38.46,52,55,57,58,62,66
Furthermore, eight studies reported reduced caregiver burden#1.52.5355,57.59,60,64
while three studies reported reduced stress374659 two studies reported
improved mental health of the caregivers*6:5, one study reported improved
caregiver coping skills0. Additionally, one study reported improved caregiver
satisfaction®, one study reported increased health-related quality of life%0, and
one study reported a significantly higher sense of competence among

caregivers compared to care-as-usual®'.

Qualitative research results

Among the included studies, seven studies conducted qualitative

research®9.60.62-66  \yijth all interviews conducted after the intervention.One

study conducted interviews with both caregivers and older adults with dementia,
the caregivers reported positive feedback while the older adults with dementia
did not. Other studies described caregivers’ positive feedback from the
interviews. The theme mainly focused on caregiving skills, mastery of dementia
related knowledge, benefits from interventions, satisfaction with interventions,

emotions and burdens, and various aspects of social support.
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DISCUSSION

Previous studies have reported interventions aimed at improving the social
support of caregivers caring older adults with dementia. Nevertheless, evidence
on the categories of intervention, implementation, evaluation, and effects of
these interventions is dispersed in the literature, and an up-to-date summary is
lacking. This scoping review comprehensively summarizes existing studies
piblished in English that describe interventions to enhance social support for
dementia caregivers. Six effective interventions, including peer support, group
counseling, health education, mindfulness-based stress reduction, individual
therapy, and multi-component interventions were identified in this review.
These interventions differed in terms of content, duration, acceptance, and

effectiveness.
Characteristics of the participants

Among the included studies, family caregivers consisted of spouses,
children, other relatives, neighbors, and friends; only one study focused on
spousal caregivers*4, while the remaining studies included all caregories of
caregivers. Individuals with dementia are mostly looked after by informal
caregivers, particularly spouses who are considered to be at a higher risk of
social isolation®'. This finding shows that spouses and other caregivers exhibit
different responses to social support aimed at alleviating caregivers’ pain 2.
Meanwhile, social support among African Americans has gradually received
more attention, with three studies investigating social support interventions for
African-Americans 606263 According to one systematic review, almost 95% of
Chinese individuals with dementia are primarily cared for by their family
members at home, largely influenced by the cultural values of filial piety and
Confucian traditions’®. Recent research has explored the cultural adaptation of
iSupport, a global online intervention developed by the World Health

Organization for informal caregivers of people with dementia. This investigation
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underscores the critical need for contextually tailored interventions that align
with local cultural practices and values’, ensuring that support for caregivers

is both relevant and effective in addressing their unique challenges.

Social support measures

A total of 23 different assessment tools were utilized to measure social
support. Supplemental Table 2 shows that most studies used scales that can
only measure a certain aspect of social support, such as subjective perceived
social support or the level of social support judged solely by whether caregivers
seek help. Only three types of tools were described in terms of their reliability
and validity. Since social support is a multidimensional concept, different
interventions aim to improve different dimensions. While subjective social
support is difficult to measure using quantitative methods, more methods focus
on objective social support and consider only some aspects of social support,
such as restrictions in social participation 38, measuring supported resources %7,
perceived support from significant others, family, and friends 3966  social
networks and the four dimensions of functional social support 22, or satisfaction
with support 52. Because of the multidimensional nature of the concept of social
support, the measurement results can only reflect part of the situation.

Therefore, more precise measurement tools need to be developed.
Social support interventions

According to the current study, six types of interventions to improve social
support exist. Apparently, support from others is crucial; caregivers of older
adults with dementia need this support initially, and eventually seeking help and
support. Caregivers from various regions possess distinct requirements
regarding the methods and types of support they need. In the included studies,
this review found that peer support can significantly enhance caregiver's
perceived social support, satisfaction of social support, emotional and

informational support, as well as overall social support. Peer support has
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demonstrated advantages for individuals with various requirements, including
alleviating depressive symptoms®3, enhancing coping strategies®, and
reducing feelings of isolation and loneliness.Support provided by caregivers or
volunteers with similar experience is more easily accepted by caregivers who
are deeply burdened with caregiving’®. Peer support also performs well in

different environments, such as in educational settings where peer support can

help improve academic performance and build confidence’® , and In chronic

disease management, peer support groups have played an effective role in
promoting self-management and emotional health’®. The excellent
performance of peer support may be attributed to the same caregiving
experience as peers’’-’8. Caregivers who are burdened with caregiving are
more likely to empathize with them and accept their help without reservation.
At the same time, as the providers of support, with the same experience, they
know better where to provide help and guidance to their caregivers.

And counselling group can enhance social support through the utilization
of support. Counseling group is widely used in the field of mental health and
can effectively improve sexual satisfaction among women with multiple
sclerosis™.And can also may improve all levels of mental health of midwifery
students®. Health education, like counseling groups, improves the utilization of
support by caregivers®8. Mindfulness-based stress reduction, and individualized
treatment, have good outcomes in improving social support. The findings from
the included studies indicate that multi-component interventions enhance social
support for caregivers across different domains, such as emotional, practical,
and informational support. According to the current study, multi-component
interventions typically combine multiple interventions to address different
aspects of complex problems, fit the concept of multidimensional social support,
and involve integrating multiple interventions in the fields of health education,
care skills, coping strategies, and social support for dementia caregivers, these

have been demonstrated to effectively alleviate the burden on
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caregivers®25557.6481  decrease depressive symptoms37:52:55.57.6266  gnd
increase their perceived satisfaction®, from the included studies, multi-
component interventions demonstrated moderate efficacy in improving
caregivers’ perceived social support and utilisation rates®?; however, only one
study explored the impact of multi-component interventions on overall social
support*!.

According to the included studies this discrepancy may reflect
methodological heterogeneity in intervention components (e.g., variable
duration, intensity) and limited generalisability due to insufficient sample
diversity or longitudinal follow-up. Health education has better effects in
Interventions such as consultation groups, however, the angle of improvement
is relatively one-dimensional, which can be used as a part of multi-component
intervention, so as to achieve multidimensional improvement. Delivery
interventions include face-to-face, telephone-based and Internet-based
intervention, as well as online and offline combinations. Both face-to-face and
online interventions have their advantages and disadvantages. The main
disadvantage of face-to-face interaction is that caregivers find it difficult to leave
older adults with dementia behind and go to specific institutions to receive
specific interventions38. Therefore, telephone and internet-based interventions
are increasingly being applied to social support interventions. Another study
indicates that technology-assisted interventions help alleviate caregiver burden
and enhance support, similar to face-to-face support 6.

Considering that online and offline interventions have their own
characteristics and shortcomings, the combination of the two can effectively
reduce inconvenience and provide better and more comprehensive application
of intervention measures to caregivers, to ensure they can receive more
effective support to reduce their burden, ultimately enhancing the well-being of
older individuals with dementia. Only one included study derived its intervention
design from prior needs assessments of caregivers in control groups. However,
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the small sample size limited statistical power to detect intervention
efficativeness, precluding robust conclusions. Future studies should prioritise
co-design methodologies grounded in user-centred needs assessments,
coupled with adequately powered trials to enhance ecological validity and

generalisability8'.
Interventions outcomes

Drawing from the studies that were included, improvement of social
support can lay a good foundation for reducing the care burden, depression and
stress and eventually enhancing the well-being of caregivers, and multi-
component interventions can improve multiple dimensions of social support. In
the implementation of interventions in the future, smarter and easier-to-operate
intervention equipment can be developed for caregivers, such as voice control
or Al equipment, so that their operation can be more easily mastered, and the
distance between people can be narrowed. Simultaneously, it is crucial to
consider the unique requirements of caregivers with diverse backgrounds in
order to amplify the benefits of ongoing support initiatives. In the future It is also
possible to develop interventions that simultaneously contain the essence of six
categories, leverage their respective characteristics, integrate their advantages
into one intervention, and maximize their effectiveness. The qualitative
research section supplemented the unmeasured parts of the scale. From the
results, it can be seen that most caregivers provided positive feedback, and the
implementation of interventions not only reduced their caregiving burden, but
also enhanced their mastery of dementia related knowledge and improved their
social support. However, almost all qualitative studies are conducted after
intervention, neglecting the understanding of the needs of caregivers before
and after intervention. Future research can consider conducting qualitative
studies before and after intervention to fully understand the needs of caregivers,

develop interventions based on their reported results, and conduct qualitative

Page | 20

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

‘salfojouyoal Jejiwis pue ‘Bulurel |y ‘Buiuiw elep pue 1xal 0] pale|al sasn 1o} Buipnjoul ‘1ybliAdoo Ag paloaloid

* Jooyosaboysnwsel]


http://bmjopen.bmj.com/

oNOYTULT D WN =

553

554

555
556

557

558

559

560

561

562

563

564

565

566

567

568

569

570

571

572

573

574

575

576

577

578

579

580

BMJ Open

Social support interventions for dementia caregivers

studies again after intervention to better improve caregivers' social support and

quality of life.

Limitations

Although this study provides a comprehensive overview of social support
interventions for dementia caregivers, some methodological limitations must be
mentioned. Due to language barriers, this review only included English
language literature and did not include gray literature, which might have
overlooked pertinent information. In addition, we included only primary studies
and excluded reviews, which may have resulted in missing on significant
findings. Since this scoping review did not involve a quality assessment of the
raw data, it may not be possible to completely rule out the impact of low-quality
research on the results, in addition, as we only assessed the risk of bias of

RCTs, it may not be possible to completely rule out systematic errors.

CONCLUSION

This scoping review comprehensively examined the landscape of social
support interventions implemented in the field of dementia care; however, in the
process of caring older adults with dementia, problems remain related to
caregivers seeking support and in the delivery of interventions. We suggest that
combining online and offline interventions for caregivers can probably achieve
the best results. Future research should integrate existing technologies and
utilize them to provide comprehensive interventions to caregivers. Meanwhile,

it is necessary to conduct research with larger sample sizes and different

cultures, and identify the interventions most suitable for different types of people.

Interventions with more durable effects also need to be explored.
Ethical approval
This scoping review did not require ethical approval because it solely
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human or animal subjects. All included studies were published, and were
accessible through academic databases, ensuring compliance with ethical
standards for secondary data analysis. We adhered to academic integrity
principles throughout the study, including transparency in reporting methods

and results, proper citation of sources, and integrity of the data used.
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Figure 1: PRISMA flow diagram
Figure 2: Risk of bias graph
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through References
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Studies included in review
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~—
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(1) Protocols (n = 36)
(2) Study subjects (n =

24)
(3) No social support
outcome (n = 52)
(4) Non-English
literature (n = 25)
(5) Missing full text
(n=38)

Fig.1 PRISMA flow diagram
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Fig.2  Risk of bias graph.
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Table 2. Social support measurement tool

BMJ Open

Name Scale Cronbach’s
alpha
Cerquera et al., 2021;
Blackberry et al.,2023;
Gustafson et al., 2019; Medical Outcomes Study (MOS) 0.736-0.921
Whitebird et al., 2013;
Wilkerson et al., 2018;
Chiu et al.,, 2009;
Christie et al.,2022;
Multidimensional Scale of NM
Marziali and Garcia, Perceived Social Support (MPSS)
2011;
Smith et al., 2018;
Czaja et al., 2013;
Easom et al.,2013; 10-21 items from three different
broad scales measuring social NM
Lykens et al.,2014; support
Nichols et al.,2011;
Fields et al., 2021;
self-developed scales NM
van Wezel et al., 2021;
13-item questionnaire consisting
of 4 domains: satisfaction with
Xu et al.,2023; support, social support network, NM

received support and negative
interactions
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Social support: the Interpersonal

Glueckauf et al., 2022; . . .92
veckaut et al ’ Support Evaluation List (ISEL) 09
brief form of the Perceived Social
. Support Questionnaire (F —
B 1.,2022; .
erwig et al. 2022; SozU) to assess the extent of 0.90
social support
. experiences of emotional and
Szczesniak et al.,2021 } NM
practical support
Topfer et al.,2021 social relationships NM
Roth et al.,2005 social support network NM
Czajaet al.,2018 social support questionnaire NM
Bass et al.,2013 supporting resources NM
social support from the
Chien and Lee,2011 perspectives of satisfaction with NM
social support and formal support
Bank et al.,2006
Tompkins and support questionnaire NM
Bell,2009
T .
Hébert et al.,2003 he Inventory of Socially NM
Supportive Behaviors
. Norbeck's Social Support
Rob 1988 . . NM
OPISOR, Questionnaire (NSSQ)
Social participation was measured
Neal et al ,2024 using the Maastricht Social NM

Participation Profile (MSPP)
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the Carers of Older People in
Xiao et al ,2024 Europe Index-Quality of Social 0.77
Support (The COPE Index-QS)

NM: Not Mentioned; The multiple blank spaces in Table 2 indicate that the authors

of these items share the same scale name and reliability value
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1 Social support interventions for dementia caregivers Q E
3 o R
4 e : , . s 3
5 Table 3 Description of social support interventions 3 g§
6 Author/Year Participants Outc@mes Results
7 Intervention & o
8 sample size Caregiver Type Duration Intervention Social Oth&r gutcomes
9 type content support T 3
I Neal/2024 76 vs 74 ICG  Multi- 4 weeks Use MSPP H§§@_L SSCQ; SSCQ: 1;
12 component FindMyApps Cesds” MSPP,HRQoL:NS.Costs:
13 app twice a 232 b
14 week %TE =
15 Xiao/2024 131vs 135 FCG Multi- 6 Use iSupport, The COPE éelf- Mental related QoL: T ;
16 component months and host a Index-QS efﬁ&a&y, Self- efficacy, social
1; monthly carer Behagiours and  support: NS;
19 peer support c@eré reactions;
20 meeting lasting Carerss
21 45-60 min peIspEctlve of
22 thg Q@L of the
23 persam living
24 wigh dementia
;g Xu/2023 20 African Peer 6 The SCP Plus 13 items B@rden and/or KAD, social support
27 Americ support months contained a 12  from four stEés§,, Coping satisfaction, coping skills:
28 an h in-person domains. sidlls oCareglver T Burden: | .
29 FCG training with the am)ragsal
30 senior Cgltu%l
31 companions. jugtifications for
32 cagegw/ing;
gi Caregiver well-
35 beingg
36 Blackberry/20 113 FCG Peer 32 Verily Connect MOS ZBl; 2 bespoke Social support: 1;ZBI: |
37 23 support weeks  model SUrveys
38 2
39 @
40 N
41 5
42
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- N
= o
Author/Year Participants Outcorgest Results
Intervention s @
sample size Caregiver Type Duration Intervention Social Otheﬁ OLEcomes
type content support S o
Glueckauf/20 12 African  Multi- 12 12 weekly ISEL Se\g;,pri@ of CG-  Depression: | ; Perceived
22 Americ component  weeks telephone ideﬂtifi’g‘d social support: 1; CAl:
an sessions, 7 one- pro%l@ﬁ(;s NS

FCG hour group Depfgﬁlon '
sessions and 5 He&lﬁ] Status;
one-hour Cor@ uences
individual goal- of (%f?e@lvmg
setting and aC'[Iglng%S
implementation B =3
sessions. 3. 3

Berwig/2022 107 vs 104 FCG Peer 6 Telephone- FSozU Regrlcﬁons The mental health domain
support months  based group K22 Depressed mood  of quality of life of family
meeting statgs;3 U;general carers and perceived
compl@nts social support: 1
Quallty:of life; Depression: | ;
Utllﬁatmn of
org services;
nance in
dlffe.rem areas of
life & £
Christie/2022 48 vs 48 Primar  Multi- 16 The intervention MSPSS; Se@e Qf Received support;

y CGs component weeks group had Received compe@nce MSPSS; Number of
access to Inlife,  support; Feéﬁln@% of friends and family ties: NS;
participants Number of lonelingss; Sense of competence;
could use Inlife  friends and Anxiet;g and Feelings of loneliness;
in at their own family ties depresslon Anxiety and depression;
pace. Qualltyvof life; Perceived stress; Quality

Percel\.fed stress of life: NS.
m
N
Page | 2 X
>
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S &
Author/Year Participants Outcorgesﬁ Results
Intervention > b
sample size Caregiver Type Duration Intervention Social Other owgcomes
type content support S w
Fields/2021 16 FCG Peer 3 Nine in-home Self- KA%; Goping Received social support:
support months  psychoeducatio developed skil%E%aregiver T; KAD, overall
nal session scale We'ﬁ%%’ﬂg; stress/burden levels, well-
covering one Burgenmand/or  peing of doing activities,
topic per week Stresg;s coping skills: NS
to their paired 23¢9
ADRD family 239
caregiver over a ; -_g“
three-month 5 3
period were & 2
delivered by > 5
Each Senior 5 3
] Companion = 3
Szcze sniak/2 45 vs 21 vs FCG Multi- 3 MCSP for both  Experience Saﬁm% agtion; Emotionally supports: T ;
021 15 component months  people living S of Reasoas for Satisfaction: 1 : Burden:
with dementia emotional pargciphtion in |
and their carers  and the;—,gu@)ort '
practical prografme;
support Burdlers
s @
g -
S 8
& B
8
v
3
2
5
g
Q
m
N
Page | 3 i
>

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml


http://bmjopen.bmj.com/

oNOYTULT D WN =

Page 48 of 58

BMJ Open % 3
g 2
< [e)
Social support interventions for dementia caregivers ‘% E
Author/Year Participants Outcome& § Results
Intervention e 2
sample size Caregiver Type Duration Intervention Social Other @Jtck’?)mes
type content support 5 o
Topfer/2021 29 vs 22 FCG Individual 6 The intervention Social Depréssk)n Changes regarding own
therapy months  group (IG) relationshi CareggEeT illnesses, the living
received 12 ps: The burd&l‘” S situation with the PwD, the
individual German Emotﬁ)ﬁ@ living environment, the
therapy Version of well-l‘f@g*%; employment status, care
sessions (each  the World Utl|lZ§tfﬁ)B of for any other person than
50 min) Health resoug@g the PwD, and severe
delivered via Organizati 5_ - illness of any close person
telephone from  on 3. 3 in the last 3 years: NS;
Tele. TAnDem QoLBREF 2 =Z social relationships: T,
intervention. (WHOQoL > = use of support services:
—-BREF) 3 3 NS
van 202vs 184  Turkis Peer Two 2- Two educational The The geréelved Support received from
Wezel/2021 h or support hour sessions on support press%lres from family, friends or
Moroc interven dementia, each received: mforrgal Bcare neighbors, and advice
can tions last two hours, four self- The pergeived received from a doctor:
backgr with other developed ability: ta talk NS. support received from
ound participants questions  about; z home-care staff: |
FCG (peers) with the deméht@
same cultural KAD,E
background %
(Turkish or @
Moroccan).

V.11-Z39 wswiedsf 1e GzZoz ‘L @
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1 Social support interventions for dementia caregivers e o
2 - B
3 a3 N
4 Author/Year Participants Outcomes & g Results
5 Intervention a &
6 sample size Caregiver Type Duration Intervention Social Other outcomes
7 type content support c S
8  Gustafson 16 vs 15 FCG  Multi- 6 Intervention MOS Family § < All findings: NS; Due to
2 Jr/2019 component months group receiving conflictgmg small sample size.
I D-CHESS. Caregnmg S
12 Control group burdeno &
13 receiving a Lonellng‘gSg
14 caregiving AnX|etng 23
15 book. Satlsfagt@g
16 with caae8 8
17 decisioas; 5
18 De res'§‘40ri
19 P 2
20 Coplng“’ 5
21 competgncm
22 Czaja/2018 146 FCG Multi- 6 12, 60-min Social Depresgmé Depression, overall
23 component months individual (6 Support Affective ?g burden, overall bother: | ;
24 telephone and  Questionn  distresyy & Social support, positive
;g 6 face-to-face)  aire Burdeny 3 aspects of caregiving or
27 educational Caregi8ngS  obtaining respite services:
28 sessions and Self- Efﬁca@y, NS.
29 skill building Memor}g <
30 and 5 support relatedg 2
31 groups by problergs, &nd
32 telephone. dlsruptlge S
gi behaviors; m
35 g
36 2
3
H
Q
0
41 5
42
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1 Social support interventions for dementia caregivers e o
2 - N
3 2
4 Author/Year Participants Outcomes § Results
5 _ ~Intervention _ . . @ @
6 sample size Caregiver Type Duration Intervention Social Other @ut¢mes
7 type content support c S
g Wilkerson/201 60 Inform  Peer 6 weeks Participants MOS Burdeth; o Burden; | ; Perceived
10 8 al CGs support were allotted to Frequgnades of stress: | : Emotional and
11 two private emotig informational supports: 1
12 Facebook problena '
13 groups receiving Learn’g@g
14 the intervention activitieg =
15 over the course o538
16 ; 232
17 of six weeks. 592

3 .=
18 = 3
19 a z
20 > 2
21 Z S
22 = 2
;‘5‘ Smith/2018 16 FCG Peer 6 months  Carers receiving MSPSS Depregssi'gn Perceived social support:
2% support one-to-one  peer and o anxiety; 1; Depression, anxiety
27 support or Loneldess and loneliness: NS.
28 befriending  from 23
29 volunteers at least 3 £

. >

30 a weekly basis. 2 o
4 £ 5
32 RN
33 b &
34 -
35 3
36 %
37 2
38 =]
39 @
40 N
41 5
42
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Author/Year Participants Outcomesy Results
Intervention a &
sample size Caregiver Type Duration Intervention Social Othegoutcomes
type content support c S
Tremont/201 105vs 94  Inform  Counselling 6 Trained Community  Butden; Caregivers who
7 al CGs group months  therapists support Dg@sion; received the FITT-C
contacted services B Qé or used community
caregivers 16 used times, prgtﬁe'\’l"ns support services
times use healthcare ) %g significantly more than
telephone for 6  resource Q3 those receiving TS;
months, use §§§ FITT-C caregivers had
providing %38 a significantly lower
recommendatio 35 rate of ED visits and
ns for 2 i hospital stays; Care
resources, e 3 recipient use of
information Z 5 community or medical
about dementia, 5 2 resources did not differ
and emotional g ?g according to group.
support. 5 S
Lykens/2014 494 FCG Multi- 6 Certified 10 item Risk Cdarediver Caregiver burden and
component months interventionists = Assessment Burdeh; Depression: | ,Social
deliver the of feeling De_pre;ssion; support and self-care: a
intervention isolated, Segf-Gare slight but not
included 12 availability S 3 statistically significant
sessions [9 in- of someone S : increase after the
home, and 3 to talk to or S service, which is in the
telephone assist with e correct direction.
sessions], five caregiving 9
structured H
telephone ]
support group 2
sessions @
N
=
>
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10
11
12
13
14
15
16
17
18
19
20
21
22
23
24
25
26
27
28
29
30
31
32
33
34
35
36
37
38
39
40
41
42
43
44
45
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z 8
Author/Year Participants Outcomés g Results
Intervention 2 8
sample size Caregiver Type Duration Intervention Social g ®ther
type content outcomes c S
support o ©
Whitebird/201 38 vs 40 Primar MBSR 8 weeks 8 weekly 2.5-hrin-  MOS Stresg; Mental MBSR was more effective
3 y CGs person group Healtﬁ;g N at reducing stress,
sessions. Burd%ng o decreasing depression,
259 and improving overall
=85 mental health than CCES.
3§§ Both interventions
538 improved caregiver mental
; = health and were similarly
5 i effective at improving
> . .
& = anxiety, social support,
zZ 5 and burden.
Bass/2013 299vs 187 FCG Multi- 12 Partners in Support  Unmet ngeds; Three types of caregiver
component months Dementia Care: resourc Caregveg strains, depression, unmet
initial assessment; e:1) straing; 2 needs: | , and two
action plan; number Depréssi?n Support resources: T
Ongoing of et o
Monitoring and informal 5 o
Reassessment helpers; g <
2) use > 5
(0]
of S ~
caregive E
r o
'gJ'_
support o
services °
5
g
@
m
N
=
_|
>
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2 - B
3 — S
2 Author/Year Participants Outcontes N Results
s Intervention 5 &
p sample size Caregiver Type Duration Intervention Social Othé§ lﬁcomes
7 type content support - 9
8 Czaja/2013  36vs 63 FCG Multi- 5 A technology 10 items Buiglery Caregiver burden: | ;
9 component months based multi- assessing Dearg%sion; satisfaction with social
1(1) component three Pogitive support: T ; appreciation
b psychosqmal doma|n§ of aspghgtg of of the positive aspects of
5 intervention was  support: carg%‘gng caregiving: ©:
14 delivered in- (@) Sa 5
1 home and via received 289
5 . 58
16 videophone support(b) £3a
17 technology over satisfaction ; -3
18 5 months. with 5 3
19 support(c 2 2
20 nepgtivé : > 2
21 hegative = T
2 interaction S %
23 s/ supports -
24 Easom/2013 85 FCG Multi- 6 Nine face-to-face A Risk Appraisal ﬁA Risk The scores for Self-
25 component mont (in the home) and Assessment: Appraisal Care and Social
26 hs three telephone three questions §A5§essment: Support increased
27 sessions, tailored of social support &Hivé questions slightly post-service
;g education and zaddressing were not statistically
30 support. ;ﬁcaﬁagiver significant, which is in
31 gsaféty, five the correct direction.
32 Equgstlo_ns
33 “asgessing
34 cafegiver
3 heglth
36 .
37 beBaviors,
38 th@e_
39 qur%stlons
40 targeting
41 strgss, two
42 items on
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Author/Year Participants Outcomaes o Results
Intervention
sample size Caregiver Type Duration Intervention Social Othéﬁo@comes
type content support S
Nichols/2011 127 FCG Multi- 6 months The intervention  The 21- Cﬁre@vmg Depression, burden,
component included guestion risk rlgk &eas of impact of depression on
education, appraisal, a&@ﬁced daily lives, and
support, and adapted c&re S caregiving frustrations:
skills training to from %gmng, | ; Social support: NS.
address 5 REACH I eé&gtlon
caregiving risk sgfgtg
areas: safety, hgddtd and
social support, hga‘ftgy
problem behaav/lors
behaviors, add 2
depression, and c&re@vmg
caregiver health. frgst@tions.
Marziali/2011 91 FCG Multi- 10 Online Chat Group MSPSS C@re@iver The Video Group
component  weeks Intervention:  the h‘@altg demonstrated greater
Chat Group was Dgp@sswe improvement in mental
provided with foms;  health status. For the
access to the CFO Cgregiving Video Group,
website  for 6 d@trgss improvements in
months; Online g neuroticism, self-
Video S efficacy, and social
Conferencing <. support were associated
Support Group e with lower stress

Intervention:10

weekly sessions in
mutual  self-help
mode with 1 of the
group  members
manipulating  the
technical aspects
of  the video-

V11-Z39 awuedaq e GZog ‘L aun
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Author/Year Participants Outcomes 3 Results
_ ~Intervention _ _ _ 5 S
sample size Caregiver Type Duration Intervention Social Other @utgomes
type content support 2
Chien/2011 46 vs 46 FCG Multi- 6 DFCP satisfaction Bur(%n,&OL Intervention group’s
component  months with social c S utilization of family
support g © services was significantly
available: 3 5 decreased at the 18-
SSQ6; Fe month follow-up, the
Formal gg o routine care group’s
support 729 service utilization had a
services: E% 5 slight increase.
FSSI 259
Tompkins 367 FCG Health 12h 12h training SCP Ove@;@i Depression: | ; Overall
and educated usage satistaction; services used: 1 ;
Bell/2009 guestionna Dep@ss‘"on
ire. Ovedll Z
servieessused
s 32
S S
;i Chiu/2009 35 FCG Multi- 6 The ICSS MSPSS Faniily g Burden, social support and
component months  supported two burd§n§_ health behavior: NS;
Internet-based Care:@ivér’s depression: | .
communication ability; 5
tools: (a) a Depmsﬂon
caregiver Percglvéd
information overgll health
handbook, and PACE C&’re
(b) personalized reC|p|eng$
e-mail functioning
communication level g
between 3
client and o
clinician. o
N
5

42
43
44
45
46

Page | 11
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Author/Year Participants Outcomes & Results
Intervention S B
sample size Caregiver Type Duration Intervention Social Other ©uteomes
type content support 5 o
Bank/2006 41 FCG Multi- 18mont Professional Support NOiiD § Support group
component  hs provides Group p 010 attendance: NS;
telephone Questionnai 828 Intervention Improved
support group re %ég relationships among family
ﬁ% S members, and telephone
%’g S support groups made
25 o them more willing to
oo . . . .
> T3 participate in community
5 3 support groups
3 =
e 5
Roth/2005 163 vs 149 Spous Counselling 12 Counseling and  Social Strgssg Intervention group
e CGs group months  support support appfaisals of  achieved significant

network: carg re@:ipient
caregiver’s me@og/ and
Satisfaction: belfavigr
methods of  proBlems;
Stokes; Depression

caregivers’
reports of
the
frequency at
which they
received
information
or
assistance
from
support
persons.

‘salbojouyoa

[

V11-739 wswuredsq e gZoz ‘2 aun

increases after 1 year on 8
of the 11 indicators, which
were total size of social
network, number of close
family members, general
satisfaction, satisfaction
with assistance,
satisfaction with emotional
support, telephone calls
(no. per month), personal
visits (no. per month),
sitting with patient (no. per
month).
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Author/Year Participants Outcomés & Results
Intervention e X
sample size  Caregiver Type Duration Intervention Social Otherufomes
type content support 5 o
Hébert/2003 60 vs 56 Primar  Multi- 16 Participants in The Freqijer&t:y of Institutionalization:
y CGs component weeks the study group Inventory behaVJDTaI and | ;personal efficacy:
had fifteen 2-hr of SOCia”y mer@(gﬁ T ;Other outcomes: NS.
weekly sessions  Supportive  proltegns;
focusing on Behaviors Desf@2 to
stress appraisal mst@ﬁ@ﬁahze
and coping Sub@gtﬁ/e
loads =5
Mercedes/20 19 vs 19 vs FCG Multi- 8 weeks 1.multicompone MOS Burc;ie'ng The control group social
02 20 component nt + respite 2 =z support: | ; the
group; 2. respite > 2 multicomponent plus
group; 3. control ] respite group social
group 2 3 support: T afterl0-month
oz follow-up.
Robinson/198 11vs9 FCG Health 8 weeks Social skill NSSQ Selfzstéem; Objective and subjective
8 education training program Socgll &llls burden: | ; the treatment
Caf@Q'Véﬁg group and control group of
burdgn 2 social support: NS.

FCG: Family caregivers; ICG: Informal caregivers; MSPP : Maastricht Social Participation Profile; HRQ@ Hiealth Related Quality of Life; SSCQ:
the Short Sense of Competence Questionnaire; QoL:Quality of Life; The COPE Index-QS: the Carers &f QLder People in Europe Index-Quality
of Social Support;;NR: not reported; SSRS: Social Support Scale; CAl: Caregiver Appraisal Inventory; dBl: DCareglver Burden Inventory; SCSO:
Simplified Coping Style Questionnaire; GSES: General Self-Efficacy Scale; 1 :
significant reduction; MSPSS: Multidimensional Scale of Perceived Social Support; PAC: Positive Aspects oﬁCaregiving; CGs: Caregivers; MOS:

Medical Outcomes Study; KAD: Knowledge of Alzheimer’s disease/dementia; NSSQ: Norbeck's S&ial Support Questionnaire;

significant mprovemenﬁ NS: No Significant difference; | :

ISEL:

Interpersonal Support Evaluation List; MCSP: Dutch Meeting Centers Support Programme; DFCP: Deme#tia Family Care Programme; SSQ6:
Six-item Social Support Questionnaire; FSSI: Family Support Services Index; MBSR: Mindfulness-Based %tress Reduction; SCP Plus: Senior
Companion Program Plus; PwD: people with dementia; ZBI: Zarit Burden Interview '

-
—
>
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Database

Search strategy

PubMed

1. ("Dementia"[Mesh])
2. Amentia [Title/Abstract]

3. Senile Dementia [Title/Abstract]

B

Familial Dementia [Title/Abstract]

5. "Alzheimer Disease"[Mesh]

6. Alzheimer Dementias [Title/Abstract]

7. Presenile Alzheimer Dementia [Title/Abstract]
8. (Presenile Alzheimer Dementia [Title/Abstract])

9. TOR20OR30R40OR50R60R70RS

10. "Caregivers"[Mesh]

11. Carers [Title/Abstract]

12. 10 OR 11

13. "Social Support"[Mesh]

14. Social care [Title/Abstract]

15. Perceived social Support [Title/Abstract]
16.13 OR 14 OR 15

17. Interventions [Title/Abstract]

18. program*[Title/Abstract]

19.17 OR 18

20. 9 AND 12 AND 16 AND 19

Web of Science

1. TS= (dement* OR ament* OR Lewy Body Disease OR
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Alzheimer* OR Alzheimer disease OR senile dementia)

2. TS= (caregiver® OR carer®)

3. TS=("social support")

4. TS=(intervention*)

5. (1 AND 2 AND 3 AND 4)

Cinahl S1. (MH “Dementia”) OR (MH “Dementia, Vascular’) OR (MH
“Dementia, Senile) OR (MH “Dementia, Presenile) OR (MH
“Alzheimer’s Disease”)
S2. AB dement* OR Alzheimers OR cognitive impairment OR
memory loss OR amenti*
S3.S10R S2
S4. AB caregiver* OR carer*
S5. AB social support OR social network
S6. AB interventions OR strategies OR best practices
S7. S3 AND S4 AND S5 AND S6

Cochrane #1. MeSH descriptor: [Dementia] explode all trees

#2. MeSH descriptor: [Alzheimer Disease] explode all trees

#3. (Amenti* OR Dementi* OR Alheimer* disease): ti,ab,kw

#4. #1 OR #2 OR #3

#5. MeSH descriptor: [Caregivers] explode all trees

#6. (Caregiver* OR Carer*): ti, ab, kw

#7.#5 OR #6
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#8. MeSH descriptor:[Social support] explode all trees

#9. (social support OR social network): ti, ab, kw

#10. #8 OR#9

#11. (intervention®): ti, ab, kw

#12. #4 AND #7 AND #10 AND #11

EMBASE

#1. 'dementia'/exp

#2. amenti*:ti,ab,kw OR dementi*:ti,ab,kw

#3. 'alzheimer disease'/exp

#4. 'alzheimer disease':ti,ab,kw OR 'alzheimer
dementia':ti,ab,kw OR alzheimer*:ti,ab,kw OR 'senile
dementia':ti,ab,kw

#5.#1 OR #2 OR #3 OR #4

#6. 'caregiver'/exp

#7. caregiver™:ti,ab,kw OR carer*:ti,ab,kw

#8. #6 OR #7

#9. 'social support'/exp

#10. 'social support'ti,ab,kw

#11. #9 OR #10

#12. intervention*:ti,ab,kw

#13. #5 AND #8 AND #11 AND #12
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