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Abstract  

This scoping review comprehensively describes evidence of using peer support to assist 

informal carers of individuals with dementia (any type).  A systematic search of 11 databases 

(CINAHL, Cochrane Library, Medline, Embase, PsychInfo, Web of Science, Scopus, Science 

Direct, ProQuest, TRIP and PubMed) was conducted for research published between 2007-

2017 focussing on informal dementia carers, and research designs with interventions 

incorporating or consisting exclusively of peer support.  Authors worked independently to 

screen retrieved articles, review applicability and extract data.  

 

Thirty-six research papers (representing 28 original studies) were identified, from these, two 

modes of delivery were demonstrated: 12 studies provided the intervention online, and the 

remainder face-to-face. The review indicated that peer support is of potential benefit to 

carers if it is delivered via either mode. It is not clear what components may or may not be 

effective as results provided a mixed landscape of differing intervention effectiveness due to 

the wide variation in outcome measurements. Trial design using a multi-component 

intervention was the predominant choice, with the most common components being 

Information Sharing and Non-Healthcare Professional Support for both delivery modes. The 

burden/anxiety/depression compendium and health and wellbeing were the most 

frequently measured outcomes; perceived level of support was one of the least.  

 

The peer support interventions identified included various components, demonstrating no 

true best practice model. Nonetheless, they can be offered successfully online or face-to-

face. This provides a unique opportunity of developing and supplying tailored peer support 

interventions for informal dementia carers to ensure specific needs are met. Further work is 
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required to construct and evaluate the effectiveness of targeted peer-led support whether 

online or face-to-face to meet the individual needs of dementia carers. 
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What is known about this topic 

1. Providing informal care to someone with dementia can have a negative impact on 

the carer’s health and wellbeing.  

2. Providing care and support to informal carers can improve the  health and wellbeing 

of the person with dementia.  

3. Psychosocial interventions have been developed which aim to alleviate some of the 

difficulties faced by carers. 

 

What this paper adds  

1. A comprehensive overview of peer support interventions developed nationally and 

internationally for informal dementia carers.  

2. An augmentation of practice and education giving a deeper understanding of 

informal dementia carer needs. 

3. Evidence of a beneficial impact of peer support, however, there is a varied definition 

of what constitutes a peer intervention and how the effectiveness is measured. 
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Introduction 

Dementia is a collective term used to describe a group of conditions affecting the brain 

causing a progressive decline in a range of cognitive and behavioural symptoms including 

memory loss, change in personality, and problems with communicating and reasoning. 

Additionally, there is a reduction in ability to carry out normal activities of daily living such 

as washing, dressing and cooking(National Institute for Clinical Excellence, 2018). This 

decline will vary between individuals with dementia but can also have a significant impact 

on their family members who often are also their informal carers (Department of Health 

Social Services and Public Safety Northern Ireland, 2011; National Institute for Clinical 

Excellence, 2018).  Numerous types of dementia exist which are characterised by a 

perpetual memory deficit (World Health Organization, 2017a).  According to Alzheimer’s 

Research UK (2018) Alzheimer’s disease is the most common form of dementia accounting 

for over half of the dementia types (60-70%).  Vascular Dementia, Frontotemporal Dementia 

and dementia with Lewy Bodies comprise the other main forms of dementia and mixed 

forms often co-exist (World Health Organization, 2017b).   

 

With improved healthcare standards and increasing longevity, the number of people with 

dementia worldwide is increasing. In 2016 the figure was estimated at 47.5 million and this 

is projected to reach 82 million in 2030 and 152 million by 2050 (World Health Organization, 

2017b). Therefore, a large proportion of global society will be affected by either having 

dementia themselves, or by providing informal care. In the UK it is estimated that over 

670,000 people are primary, unpaid carers for people with dementia (Alzheimer's Society, 

2015) providing personal care and support to a loved one. These carers provide an essential 

role for the person with dementia, often attending to medical needs, safety issues, feeding, 
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changing, washing as well as emotional issues. Providing this care can be challenging and is 

often associated with experiencing high levels of anxiety and depression (García-Alberca, 

Lara, & Berthier, 2011) and has even been linked to suicidal ideation (O'Dwyer, Moyle, 

Zimmer-Gembeck, & De Leo, 2016). In contrast, cognizance must be given to the fact that 

caregiving situations can also bring about a positive disposition for the carer (Lloyd, 

Patterson, & Muers, 2016).  In fact, Brown Wilson (2017) views that increasingly the overall 

wellbeing of carers is vital in enabling the person with dementia to remain living at home.  

Healthcare professionals, however, need to have knowledge and understanding of the 

support services that can benefit the carer throughout their journey, as carers often 

experience fragmented support services (Brown Wilson, 2017).       

 

Caring varies significantly across the course of caring for someone with dementia and has 

been conceptualised as the ‘caregiving trajectory’ in a report by the National Academies of 

Sciences, Engineering and Medicine in the United States (US) (Schulz & Eden, 2016). 

Therefore, each stage of their relative’s decline will normally be matched by a new phase of 

their caregiving trajectory, with many dementia carers identifying that accessing different 

support methods can help them in adapting to their new and changing role (Afram, 

Verbeek, Bleijlevens, & Hamers, 2014).  

 

Previous research exploring the experience and preparedness of family carers in their  

caregiving role (Carter et al., 2018), highlighted that carers had a significant need for 

adequate support, however some were uncertain where or how this could be accessed. The 

need for carers to be able to access supportive networks is a key target area identified 

within Dementia Learning and Development Framework (Health and Social Care Board, 
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2016), The Prime Minister’s Challenge on Dementia 2020 Implementation Plan (Department 

of Health, 2016),  Scotland’s National Dementia Strategy 2017-2020 (Health and Social Care, 

2017) and The Dementia Strategy 2018-2020 for Wales (GIG CYMRU NHS Wales, 2018).  On 

a global level, The World Health Organisation and Alzheimer’s Disease International 

launched the report Dementia: A Public Health Priority (2012) in Geneva which called for 

every country to focus on developing a national Alzheimer and Dementia Plan.  Inherent in 

this directive is the need to strengthen services that reflect the needs of the person with 

dementia and their informal carers. In response to these concerns a number of studies have 

suggested that psycho-educational care interventions, containing facilitated peer support, 

could be of significant value to reduce psychosocial stress of being a carer (Charlesworth et 

al., 2016). Such support may be more effective when provided by a peer, ‘a similar other’, 

one who has faced similar circumstances and can use these experiences to create 

empathetic relationships and share experiences (Allicock et al., 2012; Dunn, Steginga, 

Occhipinti, & Wilson, 1999; Greenwood, Habibi, Mackenzie, Drennan, & Easton, 2013). Its 

delivery can be flexible and tailored to needs, whether this is through group or pair 

interaction, and can be provided in person, via the telephone, or online (Pfeiffer, Heisler, 

Piette, Rogers, & Valenstein, 2011). These peer narratives allow experiences to be 

normalised, reduce uncertainty and promote coping (Kreuter et al., 2007; Nielsen, 

Clemmensen, & Yssing, 2002).  

 

For the purposes of this scoping review peer support will be defined as support for a person 

who is the informal carer of someone with dementia, from someone with the same or 

similar circumstances. Informal carers will represent family members/spouses/next of kin 

who care for an individual with dementia who does not necessarily reside with them. 
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In a recent study focusing on the peer support needs of carers of individuals living with 

cancer, these informal carers reported that a peer support resource provided information 

which helped to normalise emotions and what to expect in the caring role (Santin, McShane, 

Hudson, & Prue, 2019). This social comparison allowed carers to receive information and to 

have affiliation with those carers who had survived the experience thus gaining confidence. 

The positive impact of peer support on carers has been demonstrated in research and is 

routinely advocated in national strategies and policy as a post-diagnostic intervention 

(Department of Health, 2011, 2015; Graham & Rutherford, 2016).  Nonetheless, with the 

increasing prevalence of dementia and therefore the increasing number of informal carers, 

it is an appropriate time to undertake a knowledge synthesis to determine what exactly is 

known about peer support services for dementia carers and their modes of delivery.  

Overall, this will help to inform ongoing research, policy and practice.   

 

Methods 

A knowledge synthesis aims to collect and evaluate current knowledge of a particular field 

(Arksey & O'Malley, 2005).  A scoping review is such a technique, allowing the exploration 

and mapping of existing literature without conventional quality appraisal as expected in a 

systematic review (Daudt, van Mossel, & Scott, 2013; Levac, Colquhoun, & O’Brien, 2010). 

This review presents two of the four common reasons Arskey and O’Malley highlight as to 

why a scoping review may be undertaken: to examine the extent, range and nature of 

research activity; and to identify research gaps in the current literature. Our scoping review 
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follows the five-stage framework developed by Arksey and O’Malley (2005) and will be 

presented under these stages. 

Stage 1: Identifying the research question 

Following iterative discussions we identified what we felt to be the most appropriate 

question to capture the nature and breadth of: What is known from the existing literature 

about peer support interventions for carers of individuals with dementia? During the process 

of the review the research question was further refined to incorporate two sub-questions:  

 What is the effectiveness of interventions designed to enhance the support of carers 

of individuals with dementia of which peer support is a component or is the 

complete intervention? 

 What are the key modes of delivery of peer support interventions?     

This led to the decision that the scoping review would focus on all peer-reviewed published 

literature allowing data to be charted relating to the intervention’s mode of delivery, 

structure and effectiveness, and key outcome measures. The socio-demographic data of the 

dementia carers in the scoping review studies were not included for the purposes of this 

review.  

 

Stage 2: Identifying relevant studies 

To identify relevant literature, keywords for the search strategy were determined based on 

previous experience of conducting a systematic review of cancer carers’ peer support needs 

(Prue, Santin, & Porter, 2015; Treanor et al., 2019), and by formulating a search strategy 

with the subject librarian for nursing, focussing on key academic and 

nursing/medicine/social science databases (Table 1). All terms were discussed by the 

research team and adapted to ensure the research questions were addressed. Three main 
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dimensions: ‘Dementia’, ‘Carers’ and ‘Support services’ provided the overarching key search 

word framework (Table 2).  Different iterations of each word were used alongside MeSh 

headings and combinations with the Boolean operators ‘AND’ and ‘OR’, together with filters 

specific to each database e.g. TITLE-ABS-KEY; limiting to contemporary resources (2007-

2017), and published in English. It was decided to not specifically highlight key search 

word(s) of ‘peer’ or ‘peer support’ at this stage. From our experience within the cancer care 

field this may have eliminated several studies that had a key peer support component of the 

intervention but in which ‘peer’ had not been designated as a key word in the database or 

paper.  Initially no limitations were made based on type of paper or study design. 

 

Table 1  

Table 2  

 

Stage 3: Study selection 

To select literature for inclusion in the review, following dismissal of duplicate papers, the 

team first screened the titles and then the abstracts of the identified studies; consensus was 

sought as to whether full sources should be accessed. The full texts, with no limit on terms 

of study location, were reviewed according to the following: 

Inclusion criteria 

 Primary carers –spouses/partner/relative/friend/adult child of an individual with 

dementia 

 Primary carer who is not necessarily residing with the person with dementia 

 All types of dementia 

 Study type - (cluster) randomised control trials; quasi-experimental; pre/post test 
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 Interventions that are psychosocial/psycho-educational support and peer support 

focussed.  

Exclusion criteria 

 Not focused specifically on the dementia carer 

 Complex services e.g. day centre; care management plans; leisure activities 

 Narrative, survey, mindfulness studies; protocols 

 Conference proceedings (unless original peer-reviewed paper can be accessed) 

 Paid carer e.g. private domestic care and support 

 Mixed sample of dementia and other neurodegenerative diseases and not able to 

extract dementia carer data 

 Carer/patient dyad if unable to extract dementia carer data. 

 

Post hoc inclusion and exclusion criteria were created and employed by the team for the 

next step of the review process in which it was decided to do a second review of the full 

texts. Such an iterative process is essential to the scoping review as it can be very 

challenging to identify full exclusion criteria from inception, emphasizing a significant 

difference with a systematic review process (Arksey & O'Malley, 2005). The team recognised 

that the next iteration required the filtering of the interventions to highlight those which 

incorporated peer support either as a component or as the complete intervention, of which 

was peer-led and not healthcare professional led.  It was also decided that relevant articles 

would be retrieved from applicable systematic reviews, this in conjunction with hand 

searching of papers led to the addition of 21papers to be reviewed. On completion the team 

met to review decisions and any disagreements were resolved through seeking consensus, 

however the level of agreement was high throughout the process.  
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Stage 4: Charting the data 

Data was extracted and managed using a spreadsheet accessed by all of the team to ensure 

it was consistent and pertinent to the research question and sub-questions. The data 

included both general and specific study information.  We recorded the information as 

follows: author(s), year of publication, study location; intervention type, comparator (if any) 

and duration of intervention, mode of delivery; carer group and care recipient group; study 

aims, methodology, outcome measures, important results and recommendations.   

The extracted data gave a clear perspective to the themes emerging from the literature, 

essential to the charting process. The studies identified included either direct dialogue 

between study participants or it was through online interaction. Therefore, in this instance 

two distinctive themes relating to ‘mode of delivery’ of the intervention were evident and 

treated separately: online (peer support presented through online support 

groups/forums/virtual reality) and ‘face-to-face’ (face-to-face counselling/support groups/ 

support via telephone). 

 

Stage 5: Collating, summarising and reporting the results 

Following the search strategy and removal of duplicates 2059 records were retained for title 

and then abstract screening (Figure 1). This resulted in 36 research papers to be included in 

the study (Table 3). Some of the papers reporting face-to-face studies are linked, but for the 

purposes of the review when reporting the outcomes for the interventions each paper will 

be individually included as they each present different outcome data from the original 

study.   Linked research papers are: Andren and Elmståhl (2008a, 2008b); Gaugler, Reese 

and Mittelman (2013, 2015, 2016); Gaugler et al (2008, 2011) and Mittelman, Roth, Clay & 
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Haley (2007); Laakkonen et al (2016) and Laakkonen et al (2013); and Wai Tong and Lee 

(2011), Wang and Chien (2011) with Wang, Chien and Lee (2012). Therefore, the scoping 

review identified 28 original studies represented by 36 research papers.  As two distinct 

themes highlighting mode of delivery stood out i.e. ‘Face-to-Face’ and ‘online’ these became 

our primary unit of analysis and the remainder of the results were thematically organised 

around this. This allowed the team to identify important areas for future research and 

modes of delivery by examining current knowledge gaps.  

Fig. 1  

 

Table 3  

 

Description of studies 

In total 28 original studies were identified that tested an intervention comprising solely of 

peer support or had a peer support component.  We examined the extent, nature and 

distribution of the studies included in this review and determined the following: the 

majority of studies (n=12) used a trial design including randomised controlled trials, 

pragmatic randomised trials, randomised controlled evaluations, randomised controlled two 

group design, or randomised pilot studies (Charlesworth et al., 2016; Finkel et al., 2007; 

Gaugler et al., 2013; Gaugler, Reese, et al., 2015; Gaugler et al., 2016; Gaugler et al., 2008, 

2011; Hayden, Glynn, Hahn, Randall, & Randolph, 2012; Laakkonen et al., 2016; Laakkonen 

et al., 2013; Lai et al., 2013; Martindale-Adams, Nichols, Burns, Graney, & Zuber, 2013; 

Mittelman et al., 2007; Núñez-Naveira et al., 2016; Torkamani et al., 2014; Wai Tong & Lee, 

2011; Wang & Chien, 2011; Wang et al., 2012; Winter & Gitlin, 2007), eight studies used a 

pre/post-test design (Boots, de Vugt, Withagen, Kempen, & Verhey, 2016; Chenoweth et al., 
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2016; Chu et al., 2011; Dam, van Boxtel, Rozendaal, Verhey, & de Vugt, 2017; Gaugler, 

Hobday, Robbins, & Barclay, 2015; Hsu et al., 2017; Javadpour, Ahmadzadeh, & Bahredar, 

2009; O'Connor, Arizmendi, & Kaszniak, 2014), four a  quasi-experimental design (Andren & 

Elmståhl, 2008a, 2008b; Easom, Alston, & Coleman, 2013; Marziali & Garcia, 2011; Pagán-

Ortiz, Cortés, Rudloff, Weitzman, & Levkoff, 2014), two a quasi-experimental with mixed 

methods design (Baily, Kingsyon, Alford, Taylor, & Tolhurst, 2017; Küçükgüçlü, Akpınar 

Söylemez, Yener, & Işık, 2017) and the final two studies used mixed methods (Hattink, 

Droes, Sikkes, Oostra, & Lemstra, 2016; McKechnie, Barker, & Stott, 2014). 

 

Currently the USA has the greatest number of original studies (n=6) that either incorporate a 

peer support component in an intervention or the complete intervention itself when 

delivered ‘face-to-face’. The UK and the rest of Europe combined provide the most 

interventions delivered via an online medium (n=6) (Table 4).  

 

All of the Interventions identified targeted adult carers, of these three were specifically 

focused on spouses (Boots et al., 2016; Gaugler et al., 2008, 2011; Laakkonen et al., 2016; 

Laakkonen et al., 2013; Mittelman et al., 2007), one on adult child carers (Gaugler et al., 

2013; Gaugler, Reese, et al., 2015; Gaugler et al., 2016), two recruited adult child or spousal 

carers (Baily et al., 2017; Marziali & Garcia, 2011), and the remainder (n=22) did not specify 

but recruited ‘family carers’ in general. 

 

Table 4 

 

Content of interventions 
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The vast majority of original studies (n=25) that delivered peer support did so with 

multicomponent interventions. This means that all interventions, with the exception of 

three studies (Charlesworth et al., 2016; Lai et al., 2013; Winter & Gitlin, 2007), had a variety 

of components. An analysis of the intervention content highlighted five main components 

that had a direct link to peer engagement: Information Sharing; Non-Healthcare 

Professional Support; Skill Development; Personal Coping Skills; Self-management, and then 

one final component focussing on Healthcare Professional Support (Figure 2). 

 

 Information Sharing was the most commonly occurring intervention component with peers 

sharing information specific to the dementia diagnosis, personal experiences, providing 

practical tips and problem-solving strategies, this type of support occurred on a total of 28 

times. We identified a number of types of peer support provided in a 1-1 basis, via groups, 

or to encourage family support, or by signposting/ raising awareness of social support 

networks; this is referred to as the Non-Healthcare Professional Support component 

(occurring 24 times). Through engagement with peers, in relation to enhancing caregiving 

skills, instrumental activities of daily living competencies and communication skills together 

formed the content of the intervention component Skill Development (occurring 13 times).  

 

Personal Coping Skills highlighted those elements geared towards developing coping skills, 

alongside self-care skills and pleasant activities/relaxation/exercise regimes for the carer, 

occurring 11 times across the studies. The intervention component of Self-Management 

focused on preparing the carer to manage their caregiving role, this included support for the 

logistical issues of being a carer namely role management, self-management techniques and 

time-management (occurring twice with online delivered interventions). Finally, a number 
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of interventions (on nine occasions) supplemented peer support with healthcare 

professional contact and provision of either face-to-face or telephone counselling, so we felt 

it was important to recognise this and was incorporated in the Healthcare Professional 

(HCP) Support component. 

 

In Figure 2 the mode of delivery of the intervention components is also provided, 

recognising the distribution of them across the original 16 face-to-face and 12 online 

intervention studies. It can be seen that Information Sharing and Non-Healthcare 

Professional Support were the most common intervention components for both face-to-face 

and for online delivery.   

 

Fig. 2  

 

Outcome measures 

We organised the assessment tools utilised in the 28 original studies into five different 

categories of outcome measures (Table 5). The most commonly used measure of 

effectiveness assessed carer burden/anxiety/depression compendium with a range of 16 

instruments used on 45 occasions. The most commonly used instruments in this category 

were the Centre for Epidemiologic Studies Depression Scale (CES-D/short form) (Radloff, 

1977) and Zarit Burden Interview (ZBI) (Zarit, Reever, & Bach-Peterson, 1980).  There were 

also a wide variety of tools used within the remaining categories: health and wellbeing 

comprised of 15 tools used on a total of 23 occasions; nine tools assessing support were 

used across the studies on 13 occasions; psychological wellbeing was assessed by seven 

tools on 11 occasions; and finally, six tools to assess carer satisfaction on a total of six 
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occasions.  No one tool in each of these categories demonstrated a significantly greater use 

than any other.  

 

The burden/stress/anxiety category was also demonstrated to be the most used outcome 

measure for studies delivered either face-to-face (28 occasions) or online (17 occasions) 

(Table 5). Health & Wellbeing was the second most commonly used outcome measure for 

face-to-face studies (19 occasions) with the remaining three categories used between four 

and seven occasions.  However, when the intervention was delivered online the remaining 

four categories were only utilised between two and six occasions each. 

 

Table 5  

 

Effectiveness of peer support interventions 

Results demonstrate that it is difficult to deduce if or what components may or may not be 

effective for dementia carers, with results providing a very mixed landscape in relation to 

the effectiveness of the differing interventions or corresponding mode of delivery. Overall, 

of the 36 identified research papers, 10 papers reported the assessment of a psychological 

outcome, however there is limited evidence on psychological wellbeing impact as significant 

improvement was reported in only two of these studies (Boots et al., 2016; Marziali & 

Garcia, 2011) both of which were online interventions; 30 research papers reported on 

feelings of burden/anxiety/depression of these 19 stated a significant improvement (Andren 

& Elmståhl, 2008b; Chenoweth et al., 2016; Chu et al., 2011; Easom et al., 2013; Finkel et al., 

2007; Gaugler, Reese, et al., 2015; Gaugler et al., 2016; Gaugler et al., 2008, 2011; Hsu et al., 

2017; Javadpour et al., 2009; Küçükgüçlü et al., 2017; Marziali & Garcia, 2011; Núñez-
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Naveira et al., 2016; Torkamani et al., 2014; Wai Tong & Lee, 2011; Wang & Chien, 2011; 

Wang et al., 2012; Winter & Gitlin, 2007); 20 papers provided findings from the assessment 

of health and wellbeing, of these 11 had significant findings (Easom et al., 2013; Gaugler, 

Reese, et al., 2015; Hsu et al., 2017; Javadpour et al., 2009; Laakkonen et al., 2016; Marziali 

& Garcia, 2011; Mittelman et al., 2007; Torkamani et al., 2014; Wai Tong & Lee, 2011; Wang 

& Chien, 2011; Wang et al., 2012); six papers reported findings linked to carer satisfaction of 

which two produced significant findings (Andren & Elmståhl, 2008b; Gaugler, Hobday, et al., 

2015). Finally, 13 papers stated the findings from the assessed level of support, of these five 

reported significant improvement (Dam et al., 2017; Gaugler, Reese, et al., 2015; Marziali & 

Garcia, 2011; Wai Tong & Lee, 2011; Wang et al., 2012) (Figure 3).  

 

Fig. 3  

 

Across the 36 research papers, 14 (n=10 face-to-face; n=4 online) reported significant 

findings across all of their identified outcomes (Boots et al., 2016; Chu et al., 2011; Easom et 

al., 2013; Gaugler, Hobday, et al., 2015; Gaugler, Reese, et al., 2015; Gaugler et al., 2008, 

2011; Hsu et al., 2017; Javadpour et al., 2009; Küçükgüçlü et al., 2017; Marziali & Garcia, 

2011; Torkamani et al., 2014; Wai Tong & Lee, 2011; Wang et al., 2012), and all contained 

multi-component interventions. Ten papers (n=8 face-to-face, n=2 online) demonstrated 

significant effectiveness across some of their outcomes (Andren & Elmståhl, 2008b; 

Chenoweth et al., 2016; Dam et al., 2017; Finkel et al., 2007; Gaugler et al., 2016; Laakkonen 

et al., 2016; Mittelman et al., 2007; Núñez-Naveira et al., 2016; Wang & Chien, 2011; Winter 

& Gitlin, 2007) and ten did not identify any significant effectiveness across any outcomes 

(n=6 face-to-face; n= 4 online) (Andren & Elmståhl, 2008a; Baily et al., 2017; Charlesworth et 
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al., 2016; Gaugler et al., 2013; Laakkonen et al., 2013; Lai et al., 2013; Martindale-Adams et 

al., 2013; McKechnie et al., 2014; O'Connor et al., 2014; Pagán-Ortiz et al., 2014). As with 

the studies that found significance across all components, the studies not finding any 

significance at all also demonstrated a range of multi-component interventions.  The 

remaining two studies (both online) (Hattink et al., 2016; Hayden et al., 2012) only assessed 

feasibly and acceptability of their studies and did not assess effectiveness on carer impact. 

 

Discussion  

This scoping review provides a comprehensive overview of what is known from the existing 

literature about peer support interventions for carers of individuals with dementia, and 

their potential effectiveness.   Findings have identified a significant body of evidence with 36 

eligible research papers from 28 original studies. The evidence demonstrates that a wide 

range of individuals providing informal care, including adult child carers or the spouse of an 

individual with dementia, each with their own unique needs which should be given 

consideration in intervention development. The interventions targeted a range of dementia 

types at various stages of progression demonstrating no bias in the literature towards a 

specific population. This inclusiveness of multiple disease and stages is positive, however, it 

limits the potential to explore the effectiveness of interventions for specific stages or type of 

dementia.  

 

Examination of the evidence base has identified that peer support interventions are 

typically delivered via two modes: face-to-face and online, both of which are of potential 

benefit to carers. Studies from the USA have dominated the evidence base in terms of face-
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to-face delivery and there is an increasing trend towards online interventions from the UK 

and European evidence base.  It was not possible however to ascertain definitively the 

usefulness and effectiveness of interventions due to the wide variation of outcome 

measures and intervention composition. Consistent use of both of these elements is 

necessary in order to make definitive statements regarding the effectiveness of peer 

support to improve outcomes for informal carers.   

 

Online mode of delivery was utilised in 43% (n=12/28) of the studies, although representing 

just under half of the identified research it demonstrates that its usage is being considered 

as a credible method. This mode of delivery for interventions for carers of individuals living 

with chronic diseases other than dementia, has been shown to effectively improve self-

esteem, self-efficacy and depression (Ploeg et al., 2017).  Web-based interventions in 

particular are beneficial for informal carers due to the 24/7 nature of caring and consequent 

difficulties in accessing services (Duggleby et al., 2018). Delivery of interventions online may 

result in improved accessibility of services as well as reduced health care costs (Bennett & 

Glasgow, 2009). Of all adults in the UK, 91% are internet users(Office for National Statistics, 

2019), with access by older adults rising each year (Ofcom, 2017).  This highlights the need 

to adapt and robustly evaluate innovative approaches, in particular those that are online.  

 

This scoping review has highlighted that all peer interventions delivered for carers of people 

with dementia are multi-component, meaning that they do not deliver peer support in 

isolation. This multi-layered approach and not solely peer support, appears to be the 

optimal choice of intervention design as it was employed by 93% (n=26/28) of identified 

studies. This finding is similar to reviews of peer led interventions supporting people 
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affected by cancer demonstrating the use of a multi-component approach across conditions 

(Lee & Suh, 2018). Five key peer support intervention components (information sharing, 

non-healthcare professional support, skill development, personal coping skills and self-

management) and a further supplementary component of healthcare professional support 

were identified in the literature. Therefore, the evidence suggests a trend towards a two tier 

model of support which recognises peer support should be delivered when supplemented 

by professional support. 

 

Overall, the diversity of studies limits our ability to provide conclusive evidence regarding 

the benefits of different peer support interventions and the potential influence of the mode 

of delivery.  However, knowledge and education improvement, and the empowering 

cathartic nature of peer support have been demonstrated as pivotal to informal carer 

support in previous research (Carter et al., 2018; Dennis, 2003; NESTA, 2013). It is not 

surprising that improving understanding of a disease process through the experiential 

knowledge of a fellow informal carer is embraced by carers. This reciprocal empathy, 

sharing of experiences and a sense of belonging all demonstrate a buffering effect on the 

negative impact of stressful events (Cohen, Gottlieb, & Underwood, 2000; Helgesson & 

Gottlieb, 2000). 

 

The heterogeneity of outcome measures used limits our ability to pool analysis and draw 

conclusions regarding the effectiveness of peer support interventions.  Nonetheless, we can 

report that the most frequently assessed outcomes were the burden/anxiety/depression 

compendium, and the health and wellbeing of the carer. This suggests that the majority of 

interventions view the mental and physical health of the carers as key targets.  Interestingly 
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perceived level of support was the least assessed outcome after carer satisfaction, so 

crucially the potential significance of peer support as a potential ‘support system’ for 

dementia carers seems to have been overlooked in the vast majority of studies.   

 

Gaps in research 

Peer support for informal carers of individuals with dementia is demonstrated in this review 

as having potential benefit, however in order to definitely offer statements on efficacy, 

further research is required to identify how appropriate interventions might be designed, 

developed, constituted, delivered and evaluated. Frameworks such as the MRC Framework 

(Craig et al., 2008) for the development of complex interventions may provide a useful 

approach to fulfil these objectives. Interventions need to adequately describe their 

components and there needs to be consistency in outcome measurements. Rigorous 

evaluation of interventions using methods such as RCTs is required to allow for the 

completion of a meta-analysis. In addition, the potential significance of utilising online peer 

support in comparison to face-to-face interventions requires investigation.  

 

None of the included studies provided information regarding the extent to which carers or 

patients were involved in the design of the intervention. However, an increasing body of 

research is advocating the development of quality improvement interventions for service 

users through co-design, bringing together healthcare professionals, patients and their 

carers to reflect on their experiences and to work together to identify key areas of 

improvement and recommendations for action (Bate & Robert, 2007; Robert et al., 2015). 

Such co-design processes for intervention development are becoming more popular within 

healthcare (Donetto, Pierri, Tsianakas, & Robert, 2015; Ward et al., 2018) and is receiving 
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increasing attention, in particular a recent online peer led intervention (Santin et al., 2018; 

Santin et al., 2019) has demonstrated the involvement of informal carers in the 

development of interventions can facilitate the production of responsive and needs focused 

resources. In order to develop interventions that are responsive and sustainable, research 

must strive to involve patient and carers in the design and development of future 

interventions.  

 

Ongoing evaluation of trials is necessary in order to provide definitive evidence whether 

peer support interventions provide benefits for dementia carers.  Although not the main 

scope of this review, the authors recognise the limited data in relation to the cost 

effectiveness of such interventions. Potentially peer support, in particular if delivered 

online, could represent a cost effective medium due to being less resource intensive, and 

complementing current practice. There was also limited to no detail on any adverse events 

experienced by participants due to their involvement in the studies identified.  

 

Implications for research and clinical practice 

As the population of those affected by dementia continues to rise, national policies should 

consider the merit of using peer support interventions for informal carers. This support 

must be timely, responsive and accurately reflect the needs of the carer.  Healthcare 

professionals are fundamental to the development of policy ensuring carers have suitable 

and flexible access to support services (Brown Wilson, 2017).  As discussed previously, there 

is merit in considering peer support services as a complex intervention, this has not received 

adequate theoretical development or testing, and requires further study. Local Dementia 

Frameworks and Implementation Plans alongside global directions from The WHO and 
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Alzheimer’s Disease International (2012) promote partnership between service provision 

and individuals with dementia and their informal carers.  The development of an empirical 

evidence base will help to inform healthcare service improvement by identifying what 

potentially works, what does not and what is needed. In particular, the information could be 

used to up skill the current/future health and social care workforce, so they can have a 

greater understanding of the dementia carer experiences.  Increased efforts must be 

channelled into reaching all carers.   

 

Online carer peer support is potentially a cost effective medium with an e-platform 

promoting sustainability and future-proofing. As demonstrated in this scoping review, peer 

support interventions have been developed globally, hence they cross boundaries and 

cultures. Given online technology has the ability to reach a large population and is 

potentially cost-effective, there may be merit in investigating its use in Low and Middle 

Income Countries in line with Global Action Plans (World Health Organization, 2017b). 

 

Strengths and limitations 

We have provided a robust overview of research within the context of peer support for 

informal carers of individuals living with dementia. In doing so we have identified 

knowledge gaps and directions for future research. We used a systematic and reproducible 

search and selection strategy using Arksey and O’Malley’s (2005) scoping review framework, 

allowing for transparency in our results. Although we followed a strict scoping review 

framework, when searching a large body of evidence there is a small chance that some 

relevant research may have been excluded, in particular that from the grey literature. As 

with scoping reviews we did not provide a critique of each study included, and were not 
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able to complete a meta-analysis due to the diversity of intervention and outcome 

measures used, therefore a systematic review might provide further insight as to the mixed 

results of effectiveness and intervention design. The development of the interventions was 

not the main focus of the review, therefore information regarding the involvement of 

patients and carers in any co-design process may have been the subject of earlier papers. A 

final limitation is that one researcher conducted the initial data extraction and content 

analysis of the intervention; however these were verified by another researcher there is a 

potential that some data was not extracted. 

 

Conclusion 

Peer support interventions can take many forms, and can be offered successfully either via 

online methods or in the more traditional face-to-face delivery. This provides a unique 

opportunity of supplying peer support interventions for informal carers of individuals with 

dementia in a potentially cost effective and sustainable way. Further research is required to 

construct and evaluate the effectiveness of a targeted peer-led support whether online or 

face-to-face to meet the individual needs of dementia carers. 
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Table 1 Databases searched for scoping review 

Database type Database Temporal Period covered 

Nursing and Allies Health Research 
Cumulative Index of 
Nursing and Allied Health 
Literature (CINAHL) 

1937 to present 

Medicine and other healthcare 
specialities 

Cochrane Library 
Database of systematic reviews 
- 1996 to present 

Life sciences and biomedical 
literature 

Medline 1879 to present 

Biomedical and pharmacological  Embase 1947 to present 

Abstracts in the field of 
Psychology 

PsychInfo 1887 to present 

Science, social science, arts, 
humanities (supports 256 
disciplines) 

Web Of Science 1900 to present 

Life Sciences; Social Sciences; 
Physical Sciences; Health Sciences 

Scopus 2004 to present 

Physical Sciences and 
Engineering, Life Sciences, Health 
Sciences, and Social Sciences and 
Humanities.  

Science Direct 1997 to present 

Academic, corporate, 
government, public and school 
libraries – grey literature database 

ProQuest Dissertation & 
Thesis 

1632 - present 

Medical  
Turning Research Into 
Practice (TRIP) 

1997 to present 

Life sciences and biomedical 
literature 

PubMed 1996 to present 
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Table 2 Scoping review key search word strategy and databases accessed 
 DIMENSIONS 

DATABASES Dementia Carers Support Services 

CINAHL (MH "Dementia") OR (MH "Frontotemporal Dementia") 
OR (MH "Dementia, Vascular") OR (MH "Dementia, Multi-

Infarct") OR (MH "Lewy Body Disease") OR (MH 
"Dementia, Senile") OR (MH "Dementia, Presenile") 

OR 
(MH "Alzheimer's Disease") 

MH "Caregivers") OR 
"caregivers" 

(MH "Family") OR "family" OR 
(MH "Extended Family")  

"carers" 

"support services" 
(MH "Support, Psychosocial")  

"support"  
(MH "Caregiver Support") OR "caregiver 

support" 

COCHRANE ("dementia" OR "Alzheimer's Disease") ("carers" OR "caregivers") "support" 

MEDLINE Dementia/ or Dementia, Multi-Infarct/ or Dementia, 
Vascular/ or Frontotemporal Dementia/ 

Lewy Body Disease/ 
"senile dementia".mp. or Alzheimer Disease/ 

presenile dementia.mp. 

caregivers.mp. or Caregivers/ 
family.mp. or Family/ 
extended family.mp. 

carers.mp. 

support services.mp. 
Social Support/ or psychosocial 

support.mp. 
caregiver support.mp. 

support.mp. 

EMBASE multiinfarct dementia/ or frontal variant frontotemporal 
dementia/ or presenile dementia/ or dementia/ or senile 

dementia/ or frontotemporal dementia/  
OR vascular dementia.mp.  
OR lewy body disease.mp.  

OR Alzheimer disease/ 

caregivers.mp. or caregiver/  
OR family.mp. or extended 

family/ or family/  
OR carers.mp. 

social support/ or support services.mp.  
OR psychosocial support.mp. or 

psychosocial care/  
OR support.mp. or caregiver support/ 

PSYCHINFO exp PRESENILE DEMENTIA/ or exp DEMENTIA/ or exp 
SENILE DEMENTIA/ or exp DEMENTIA WITH LEWY 

BODIES/ or exp VASCULAR DEMENTIA/  
OR exp Alzheimer's Disease/ or multiinfarct 

dementia.mp.  
OR frontotemporal dementia.mp. 

caregivers.mp. or exp 
CAREGIVERS/  

OR family.mp. or exp FAMILY/ 
or exp EXTENDED FAMILY/  

OR carers.mp. 

exp Social Support/ or support 
services.mp.  

OR support.mp.  
OR caregiver support.mp.  

OR psychosocial support.mp.  
OR exp Caregiver Burden/ 

WEB OF SCI, SCOPUS, 
SCIENCE DIRECT, 
PROQUEST, TRIP, 

PUBMED 

dementia OR "presenile dementia" OR "senile dementia" 
OR "vascular dementia" OR "Lewy Body Disease" OR 

"frontotemporal dementia" OR "multiinfarct dementia" 
OR "Alzheimer's disease" 

"caregivers" OR "family" OR 
"Extended family" OR "carers" 

support OR "support services" OR "social 
support" OR "Psychosocial support" OR 

"caregiver support" 
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Table 3 Scoping review articles 

Mode of 
Delivery 

Author(s) Year Title 

Fa
ce

-t
o

-F
ac

e 
 

Andren, S. and S. Elmstahl 2008a 
Effective psychosocial intervention for family caregivers lengthens time elapsed before nursing home 
placement of individuals with dementia: a five-year follow-up study 

Andren, S. and S. Elmståhl 2008b 
 Psychosocial intervention for family caregivers of people with dementia reduces caregiver's burden: 
development and effect after 6 and 12 months 

Baily, J., Kingsyon, P., 
Alford, S., et al 

2017 
 An evaluation of Cognitive Stimulation Therapy sessions for people with dementia and a concomitant 
support group for their carers 

Charlesworth, G., K. 
Burnell, N. Crellin, Z. et al 

2016 
 Peer support and reminiscence therapy for people with dementia and their family carers: A factorial 
pragmatic randomised trial  

Chenoweth, L., J. Stein-
Parbury, D. White, et al 

2016 
 Coaching in self-efficacy improves care responses, health and well-being in dementia carers: a pre/post-
test/follow-up study 

Chu, H., C.-Y. Yang, Y.-H. 
Liao, et al 

2011  The effects of a support group on dementia caregivers' burden and depression 

Easom, L. R., G. Alston 
and R. Coleman 

2013 A Rural Community Translation of a Dementia Caregiving Intervention 

Finkel, S., S. J. Czaja, R. 
Schulz,  et al 

2007 E-care: a telecommunications technology intervention for family caregivers of dementia patients 

Gaugler, J., M. Reese and 
M. Mittelman 

2013 Effects of the NYU caregiver intervention-adult child on residential care placement 

Gaugler, J., M. Reese and 
M. Mittelman 

2015 
Effects of the Minnesota Adaptation of the NYU Caregiver Intervention on Depressive Symptoms and 
Quality of Life for Adult Child Caregivers of Persons with Dementia 

Gaugler JE, Reese M, 
Mittelman MS 

2016 
Effects of the Minnesota Adaptation of the NYU Caregiver Intervention on Primary Subjective Stress of 
Adult Child Caregivers of Persons With Dementia 

Gaugler, J. E., D. L. Roth, 
W. E. Haley et al 

2008 
Can counselling and support reduce burden and depressive symptoms in caregivers of people with 
Alzheimer's disease during the transition to institutionalization? Results from the New York University 
Caregiver Intervention 

Gaugler, J. E., D. L. Roth, 
W. E. Haley et al 

2011  Modelling trajectories and transitions: Results from the New York University Caregiver Intervention 
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Mode of 
Delivery 

Author(s) Year Title 

Mittelman, M. S., D. L. 
Roth, O. J. Clay et al 

2007 Preserving health of Alzheimer caregivers: impact of a spouse caregiver intervention 

Hsu, C. C., Y. M. Wang, C. 
R. Huang, et al 

2017 Sustained Benefit of a Psycho-educational Training Program for Dementia Caregivers in Taiwan 

Javadpour, A., L. 
Ahmadzadeh and M. J. 
Bahredar 

2009 
An educative support group for female family caregivers: impact on caregivers [sic] psychological distress 
and patient's [sic] neuropsychiatry symptoms 

Küçükgüçlü, Ö., B. 
Akpınar Söylemez, et al 

2017  The effects of support groups on dementia caregivers: A mixed method study 

Laakkonen, M. L., H. 
Kautiainen, E. Holtta, et al 

2016 
Effects of Self-Management Groups for People with Dementia and Their Spouses--Randomized Controlled 
Trial 

Laakkonen, M.-L., N. 
Savikko, E. Holtta, et al 

2013 
Self-management groups for people with dementia and their spousal caregivers. A randomized, 
controlled trial. Baseline findings and feasibility 

Martindale-Adams, J., L. 
Nichols, R. Burns, et al 

2013 A trial of dementia caregiver telephone support 

Wai Tong, C. and I. Y. M. 
Lee 

2011 
Randomized controlled trial of a dementia care programme for families of home-resided older people 
with dementia 

Wang, L.-Q. and W.-T. 
Chien 

2011 Randomised controlled trial of a family-led mutual support programme for people with dementia 

Wang, L.-Q., W.-T. Chien 
and I. Ym Lee 

2012 
 An experimental study on the effectiveness of a mutual support group for family caregivers of a relative 
with dementia in mainland China  

Winter, L. and L. N. Gitlin 2007 
Evaluation of a telephone-based support group intervention for female caregivers of community-dwelling 
individuals with dementia 

O
N

LI
N

E 

Boots, L. M. M., M. E. de 
Vugt, H. E. J. Withagen, et 
al 

2016 
Development and Initial Evaluation of the Web-Based Self-Management Program "Partner in Balance" for 
Family Caregivers of People With Early Stage Dementia: An Explor 

Dam, A. E. H., M. P. J. van 
Boxtel, N. Rozendaal, et al 

2017 
Development and feasibility of Inlife: A pilot study of an online social support intervention for informal 
caregivers of people with dementia 
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Mode of 
Delivery 

Author(s) Year Title 

Gaugler, J. E., J. V. 
Hobday, J. C. Robbins et 
al 

2015 CARES® Dementia Care for Families: Effects of Online, Psychoeducational Training on Knowledge of 

Person-Centered Care and Satisfaction 

Hattink, B., R. M. Droes, 
S. Sikkes, et al 

2016 
Evaluation of the Digital Alzheimer Center: Testing Usability and Usefulness of an Online Portal for 
Patients with Dementia and Their Carers 

Hayden, L. J., S. M. Glynn, 
T. J. Hahn, et al 

2012 The use of Internet technology for psychoeducation and support with dementia caregivers 

Lai, C. K., L. F. Wong, K. H. 
Liu, et al 

2013 Online and onsite training for family caregivers of people with dementia: results from a pilot study 

Marziali, E. and L. J. 
Garcia 

2011 Dementia caregivers’ responses to 2 internet-based intervention programs 

McKechnie, V., C. Barker 
and J. Stott 

2014 
 The Effectiveness of an Internet Support Forum for Carers of People With Dementia: A Pre-Post Cohort 
Study 

Núñez-Naveira, L., B. 
Alonso-Búa, C. de Labra, 
et al 

2016 
UnderstAID, an ICT Platform to Help Informal Caregivers of People with Dementia: A Pilot Randomized 
Controlled Study 

O'Connor, M.-F., B. J. 
Arizmendi and A. W. 
Kaszniak 

2014 
 Virtually supportive: A feasibility pilot study of an online support group for dementia caregivers in a 3D 
virtual environment 

Pagán-Ortiz, M. E., D. E. 
Cortés, N. Rudloff, et al 

2014 Use of an Online Community to Provide Support to Caregivers of People With Dementia 

Torkamani, M., L. 
McDonald, A. I. Saez, et al 

2014 
 A randomized controlled pilot study to evaluate a technology platform for the assisted living of people 
with dementia an 
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Table 4 Description of original studies 

Reference Delivery Design Location Intervention Sample sizes Participants Outcome measures 

Andren & 
Elmstahl, 2008a, 
2008b 

F-F Quasi-experimental; 
Longitudinal 
controlled design; 
Repeated measures 
design – pre post test 

Sweden Psychosocial intervention:  
5wk counselling sessions; 3 
month conversation group 

n=153 (I) 
n=155 (UC) 

Adult FC  Burden; satisfaction; 
relationship; health 

Baily et al., 2017 F-F Quasi-experimental, 
mixed methods  

UK 10 x 2hour sessions 
Cognitive Stimulation 
Therapy; carers support 
group  

n=12 (I) 
n=8 (UC) 

Spouses, adult 
children/ 
children-in-law 
FC  

Satisfaction; Burden  

Charlesworth, 
et al., 2016 

F-F Multisite, 2 x 2 
factoral, pragmatic 
randomised trial 

UK One-to-one peer support 
(CSP) ; group reminiscence 
therapy (RYCT) ( for carer 
and person with 
dementia); or both 

n = 48 (CSP) 
n= 97 (CSP-
RYCT) 
n=97 (RYCP) 
n= 47 (UC) 
 

Adult FC  Mental health related 
QOL; health related 
QOL; anxiety; 
depression; loneliness; 
distress; caregiving 
experience; relationship  

Chenoweth et 
al., 2016 

F-F Mixed methods - 
Pre/post-test/F-up 
design over 24months 

Australia  Carer Self-Efficacy 
Coaching Program-  Group 
coaching (GC)/ 1-1 
coaching 

n=16 (1-1) 
n=32 (GC) 
n=43 (UC) 

Adult FC  Self-Efficacy; hassles; 
health & wellbeing  

Chu et al., 2011 F-F Experimental research 
design –pre/post- 
intervention 
evaluation/ control 
group 

Taiwan 12wk structured support 
group 

n=30 (I) 
n=30 (UC) 

Adult FC  Depression; burden  

Easom, Alston, 
& Coleman, 
2013 

F-F Quasi-experimental 
design 

USA GA REACH (Resources for 
Enhancing Alzheimer's 
Caregiver Health) – 
education; group support; 
stress management skills 

n=85 (I) Adult FC  Burden; depression 
health; support 
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Reference Delivery Design Location Intervention Sample sizes Participants Outcome measures 

Finkel et al., 
2007 

F-F RCT   USA REACH (Florida) - education 
communication, self-care, 
social support, and 
management of problem 
behaviours; delivered via 
CTIS (computer-telephone 
Integration System)  

n=23(I) 
n=23 (UC) 

Adult FC Depression; burden; 
health and health 
behaviours; social 
Support  

Gaugler et al.,  
2013,2015, 
2016 

F-F Prospective singled 
blinded, randomised 
controlled evaluation 

USA NYUCI-AC (New York 
University Caregivers 
Intervention Adult Child 
Caregivers) 

n=54 (I) 
n= 53 (UC) 

Adult child FC Stress; depression 
health; support  

Gaugler et al., 
2008, 2011; 
Mittelman et al, 
2007 

F-F  RCT  USA NYUCI (New York 
University Caregivers 
Intervention) 
 

n=203 (I) 
n=203 (UC) 

Spouse FC Burden; depression 

Hsu et al., 2017 F-F Prospective, 
longitudinal, one-
group pre-post test 
design 

Taiwan  Structured workshops; 
support groups 

n=34 dyads Adult FC Burden; distress; health  

Javadpour et al., 
2009 

F-F Pre-post test design Iran Education, interactive 
support group  

n=29  Adult FC Stress; health  

Küçükgüçlü et 
al., 2017 

F-F Quasi-experimental & 
mixed methods 

Turkey Education, sharing & 
discussion meeting 
sessions 

n=30  Adult FC Burden  

Laakkonen, et 
al., 2013, 2016 

F-F RCT  Finland Self-management groups 
with peer support 

n=136  Spouse FC Health related QOL;  
self-efficacy; depression 

Martindale-
Adams et al., 
2013 

F-F RCT 
 
 

USA CONNECT - Telephone 
Support group based on 
REACH II  

n=77 (I) 
n=77(UC) 

Adult FC Support; health; self-
care; burden; 
depression; general 
wellbeing  
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Reference Delivery Design Location Intervention Sample sizes Participants Outcome measures 

Wai Tong and 
Lee, 2011; 
Wang and 
Chien, 2011; 
Wand, Chien 
and Lee, 2012. 

F-F RCT  Hong Kong  
& mainland 
China 

Family mutual support 
programme: educational, 
management, peer support 
 
 

n= 46 (I) 
n= 46 (UC) 

Adult FC Burden; health related 
QOL; social Support  

Winter and 
Gitlin, 2007 

F-F Randomised 
controlled 2-group 
design 

USA Telephone mutual support 
groups 

n=58 (I) 
n=45 (UC) 

 Adult FC Depression; burden; 
personal gains 
 

Boots et al., 
2016 

ONLINE Iterative process of 
new MRC framework 
for development of 
complex interventions 
– pilot evaluation  
 

Netherland
s 

Web-based self-
management program 
"Partner in Balance 
including; online forum to 
interact with other FC 

n = 17 
 
 

Spouse FC Usability, clarity, 
comfort with and 
acceptability of IT 
format;  
FC self-efficacy; goal 
attainment 

Dam et al., 2017 ONLINE Iterative process of 
new MRC framework 
for development of 
complex interventions 
– pilot evaluation  

Netherland
s 

 Inlife - an internet based 
social support tool  

n=25 Adult FC Perceived usefulness, 
user friendliness, 
acceptance of IT; social 
support; loneliness; 
sense of competence  

Gaugler et al., 
2015 

ONLINE Pre/post test design  USA CARES ® Dementia Care for 
Families ™ Programme  

n=41 Adult FC Dementia care 
Knowledge; 
Satisfaction; benefits & 
challenges of CARES 

Hattink et al., 
2016 

ONLINE Mixed methods  Netherland
s 

Digital Alzheimer Center  
(DAC) – online portal  

n=199 Adult FC Usability; usefulness  
 

Hayden et al., 
2012 

ONLINE Randomised trial  USA Internet programme - 
online education, support 
& self-care promotion 

n= 53 (I+UC) Adult FC No tools given  
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Reference Delivery Design Location Intervention Sample sizes Participants Outcome measures 

Lai et al., 2013 ONLINE Randomised pilot 
study 

Hong Kong 7week training workshop 
delivered through website 
'Gingko’ and online forum 

n=3 (I) 
n=8 (UC) 

 Adult FC Depression; health 
related QOL; burden  

Marziali and 
Garcia 2011 

ONLINE Quasi-experimental Canada Internet based chat 
support group, or video 
support groups  

n=40 (Chat 
group) 
n=51 (video 
group) 

Spouse or 
adult child FC 

Self-Efficacy; support; 
health; depression 
service utilisation 

McKechnie, 
Barker and 
Stott, 2014 

ONLINE Mixed methods 
evaluation  

UK  Talking Point' forum - UK 
Alzheimer's Society online 
forum  

n=61 (new 
members to 
forum) 

 Adult FC Depression;  
anxiety; quality of 
relationship;  
usefulness of forum  

Núñez-Naveira, 
et al., 2016 

ONLINE A pilot randomised 
controlled pre-post 
intervention trial  

Spain, 
Denmark, 
Poland 

understAID – e-learning 
platform: Learning section 
& Social Network section 

n=30 (I) 
n=31 (UC) 

Adult FC Depression; 
competence; 
satisfaction; feasiblity of 
understAID 

O'Connor, 
Arizmendi and 
Kaszniak, 2014 

ONLINE pre/post intervention 
design 

USA Virtual Reality (VR) support 
group  

n=7 Adult FC Loneliness; depression; 
burden; perceived 
Stress  

Pagán-Ortiz et 
al., 2014 

ONLINE Quasi-experimental  USA/ 
Mexico/ 
Puerto Rico 

Website - Cuidate Cuidador 
(caregiver, take care of 
yourself) 

n=72 
(website 
effectiveness
)  

Adult FC Dementia care 
knowledge; self-
efficacy, perceived 
social support; burden; 
depression 

Torkamani et 
al., 2014 

ONLINE Multicentred 
randomised controlled 
pilot study -  
 

UK/Spain/G
reece 

A technology pLatform for 
the Assisted living of 
Dementia elDerly 
Individuals and their carers' 
- ALADDIN 

n=30(I) 
n=30(UC) 
 
 

Adult FC Burden; depression; 
QoL; usefulness of 
ALADDIN   

F-F (Face-to-Face); FC (Family Carer); I (Intervention);RCT (Randomised Control Trial); QOL (Quality of Life); UC (Usual Care) 
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Table 5 Measures of effectiveness and instruments used to measure outcomes 

Measures of Effectiveness 
(no. of  times used in face-

to-face studies; no. of times 
used in online studies) 

Name of instrument (no. of studies using the scale) 

Carer Burden/ Anxiety/ 
Depression 

(n=28; n=17) 

Beck Depression Inventory II (BDI-II) (Beck & Steer, 1996)- (2) 
Caregiver Burden Scale (Elmstahl, Malmberg, & Annerstedt, 1996) - (1) 
Caregiver Burden Inventory (CBI) (Novak & Guest, 1989) - (3) 
Caregiver Distress Scale of the Neuropsychiatric Inventory (NPI-D) (Kaufer et al., 1998) - (4) 
Centre for Epidemiologic Studies Depression Scale (CES-D/short form) (Radloff, 1977)- (9) 
Hospital Anxiety & Depression Scale (HADS) (Zigmond & Snaith, 1983)- (1) 
Functional Autonomy  Measurement System (SMAF) (Hebert, Carrier, & Bilodeau, 1988)- (1) 
Generalised Anxiety Disorder Scale (GAD-7) (Spitzer, Kroenke, Williams, & Lowe, 2006)- (1) 
Modified Version Caregiving Hassles Scale (Kinney & Stephens, 1989) - (1) 
Mood Assessment Scale/Geriatric Depression Scale & subscales (Yesavage et al., 1982)- (4) 
Patient Health Questionnaire (Depression) (PHQ-9) (Kroenke, Spitzer, & Williams, 2001) - (1) 
Perceived Stress Scale (Cohen, Kamarck, & Mermelstein, 1983)- (3) 
Role Captivity (L. I. Pearlin, Mullan, Semple, & Skaff, 1990)- (1) 
Role Overload (L. I. Pearlin et al., 1990) - (1) 
Zarit Burden Interview (ZBI) (Zarit et al., 1980)- (11) 
Zung Depression Self- Rating Scale (Zung, 1965) - (1) 

Health &Well-Being 
(n=19; n=5) 

 

Cantril Ladder (Cantril, 1965)– (1) 
Caregiver Health & Health Behaviours Scale (Posner, Jette, Smith, & Miller, 1993) - ( 1) 
General Well-being Scale 22 item (Brook et al., 1979)- (1) 
GHQ-12 (Goldberg & Williams, 1988)- (3) 
Health Related Quality of Life/5 dimensions (EuroQOL)/ (EQ-5D) (EuroQOL Group, 1990) - (2) 
Health Status Questionnaire (HSQ-12) (Pettit et al., 2001)- (1) 
Medical Outcome Study SF - 36 (MOS SF-36); subscales MCS, PCS (J. E. Ware & Sherbourne, 1992)- (2) 
Nottingham Health Profile Scale (Hunt & McEwen, 1980) - (2) 
Older Americans Resources & Services  Multidimensional Assessment questionnaires (OARS)/CG rated version of self-
rated physical health item (SRH) (Duke University, 1978) - (2) 
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Positive & Negative Affectivity Scale (PANAS) (Watson, Clark, & Tellegen, 1988)- (1) 
Quality of Life Scale (QOLS) (Flanagan, 1982) - (1) 
UK SF-12; subscales - MCS-12&PCS-12 (J. Ware, Kosinski, & Keller, 1996)- (2) 
RAND 36-item;PCS & MHS (Hays & Morales, 2001)- (1) 
World Health Organisation Quality of Life Measure (WHOQoL - BREF) (Leung, Tay, Cheng, & Lin, 1997)- (2) 
Caregiver General Questionnaire (Easom et al., 2013) - (1)  

Support 
(n=7; n=6) 

Family Services Support Index (FSSI) (Heller & Factor, 1991)- (1) 
Gain Through Group Involvement Scale (Kaye, 1996)- (1) 
Loneliness Scale (LS) (Russell, Peplau, & Cutrona, 1980)- (2) 
Lubben Social Network Scale (LSNS) (Lubben, 1988)- (1) 
Multidimensional Scale of Perceived Social Support (MSPSS) (Zimet, Dahlem, Zimet, & Farley, 1988)- (2) 
Socially Supportive Behaviours Inventory/Received Social Support Scale (Barrera, Sandler, & Ramsay, 1981; Krause, 
1995)- (1) 
The Stokes Social Network List (Stokes, 1983) - (3) 
Social Support Items Questionnaire/ Social Support Questionnaire (SSQ) 6 item (Sarason, Sarason, Shearin, & Pierce, 
1987) - (1) 
Social Support List (SSL-12)/3 subscales (Kempen & Van Eijk, 1995) - (1) 

Psychological Well-Being 
(n=5; n=6) 

 

Caregiver Competence Scale (CCS) (L. I. Pearlin et al., 1990) - (1) 
Caregiver Self-Efficacy Scale (CSES) (Lorig, Chastain, Ung, Shoor, & Holman, 1989)- (1) 
Emotional Loneliness Scale (Stroebe, Stroebe, Abakoumkin, & Schut, 1996)- (1) 
Goal Attainment Scaling (GAS) (Kiresuk & Sherman, 1968)- (1) 
Pearlin Mastery Scale (PMS) (L.I. Pearlin & Schooler, 1978)- (2) 
Revised scale for caregiving self-efficacy (Steffen, McKibbin, Zeiss, Gallagher-Thompson, & Bandura, 2002) - (3) 
Sense of Competence Questionnaire (SCQ) (Vernooij-Dassen, Persoon, & Felling, 1996) - (2) 

Caregiver Satisfaction 
(n=4; n=2) 

Carers Assessment of Satisfaction Index (CASI) (Nolan, Grant, & Keady, 1996) - (1) 
Carers of Older People in Europe Index (COPE index)/ subscale Positive Aspects of Caring (PAC) (McKee et al., 2003)- (1) 
Personal Growth Index (PGI) (Ryff & Keyes, 1995)- (1) 
Satisfaction with Life Scale (SWLS) (Diener, Emmons, Larsen, & Griffin, 1985)- (1) 
Satisfaction items – likert scale (Gaugler, Hobday, et al., 2015) - (1) 
Revised Caregiver Satisfaction Scale (RCSS) (Lawton, Moss, Hoffman, & Perkinson, 2000) - (1) 
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*representing 28 original studies: 12 online, 16 face-to-face  
Fig. 1 Flow diagram of the scoping review 
 

  

449 duplicates 

1461 not applicable title content 

391 not applicable abstract 

content 

53 not applicable: 40 n/a 

content; 5 specific to grief; 8 

suitable for background 

information  

139 not applicable themes: 7 

suitable for background 

information; 76 HCP led 

intervention no peer support; 

36 systematic reviews; 1 

qualitative research; 3 

protocols; 5 cost analysis; 4 

resource focussed; 7 further 

duplicates 

21 additional 

papers from hand 

searching of 

references 

2508 records identified through 

11 database and hand searching 

2059 records retained for title 

screening 

598 records retained for 

abstract screening 

207 records retained for 1st full 

text review 

175 records retained for 2nd full 

text review 

36 records* included in the 

review: 12 online peer support; 

24 peer support ‘Face-to-Face’  

*representing 28 original studies: 12 online, 16 Face-to-Face 

Fig. 1 Flow diagram of the scoping review 
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HCP, Healthcare Professional 

Fig. 2 Content of interventions 
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Fig. 3 Significance of outcome measures 
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