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A B S T R A C T

This is the protocol for a review and there is no abstract. The objectives are as follows:

To assess the effects of peer support interventions on health-related quality of life (i.e. mental and physical health) and wellbeing of

family carers who care for an adult relative with a chronic mental or physical illness at home.

Secondary objectives are:

• to assess whether different features within each peer support intervention impact on its effects. These features could include: the

facilitator (peer, versus peer and professional co-facilitators); format, duration, intensity of intervention; and quality of peer training.

• to assess the effects of simple and multifaceted interventions (interventions with more than one component), and the particular

features that are most effective.

• to assess the effects of peer support interventions across different types of illness.

B A C K G R O U N D

This review will assess the effects of peer support interventions on

health-related quality of life and wellbeing of family carers sup-

porting adult relatives living with progressive or relapsing chronic

illness.

Description of the condition

A family carer is someone who cares for a relative with a chronic

illness(es) that makes the relative unable to care for themselves.

Family carers are defined as relatives, partners, or ’as close as kin’

friends who provide or organise the majority of care. Being a fam-
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ily carer to a person with a progressive or relapsing chronic illness

such as dementia or terminal cancer can have a significant impact

on mental and physical health (Ory 1999; Rivera 2009), and has

been found to increase mortality rates in later life (Bowling 1998;

Schulz 1999). The contribution that family carers make is vital to

the broader economy and, when carers feel supported, is linked

with lower levels of hospitalisation and residential care placement

for the care recipient (Mittelman 2006). Family carers can often

feel unrecognised or unsupported, but this is beginning to change,

and the needs of family carers are gaining a higher profile interna-

tionally.

Description of the intervention

The World Health Organisation (WHO) has highlighted the im-

portance of enhancing social relationships in order to promote

quality of life and wellbeing for people with chronic illness and

their carers (WHO 1998). Health-related quality of life is defined

as an individual’s perception of their position in life in relation

to their goals, expectations, standards, and concerns, as affected

by their mental and physical health (WHOQOL Group 1993).

Mental wellbeing is defined as a “dynamic state, in which the in-

dividual is able to develop their potential, work productively and

creatively, build strong and positive relationships with others, and

contribute to their community. It is enhanced when an individual

is able to fulfil their personal and social goals and achieve a sense

of purpose in society” (Forsight 2008, p.10). Traditionally, inter-

ventions to enhance wellbeing have been delivered by qualified

healthcare professionals. However, support by peers has also been

found to directly improve quality of life and wellbeing, by reduc-

ing feelings of isolation or encouraging more appropriate coping

strategies (Dennis 2003). Examples of lay and peer support exist

across a wide range of health conditions, and have been developed

for individuals with chronic illness (Doull 2005) as well as family

carers (Pillemer 2002).

Much of the literature in this area refers to ’lay support’. Peers and

lay persons are similar, in that neither are professionally qualified

to practice, but the difference between them is poorly defined.

For the purpose of this review we define peers as lay people who

are experientially similar to (have similar experiences of caring as)

the carer they are supporting. This means they have experience

of caring for a relative or partner with the same illness as the

carer’s relative or partner; for example, both care/cared for a relative

with dementia. It is also usual for peer supporters to have more

experience of caring than the carer they are supporting. In addition,

peers are likely to have received training to help prepare them for

their supporting role, which sets them apart from other friends

and family providing support. As such, peer support interventions

are social support interventions, in which an experienced carer

provides support to a less experienced/newer carer.

The concept of social support may be usefully subdivided into four

categories: emotional, informational, instrumental, and appraisal

(Antonucci 1985), as follows:

Categories of social support Description

Emotional Involves provision of verbal or non-verbal communication to reduce negative emotions and promote

positive emotions

Informational Involves provision of advice and strategies of coping

Instrumental Involves provision of physical help or resources

Appraisal Generates positive future expectations through encouragement, problem solving, and assurance that

attempts to cope are effective and appropriate (Wills 1985)

Peer support interventions tend to focus on delivering emotional,

informational, and appraisal support rather than instrumental sup-

port. These different types of social support may be found in em-

bedded or naturally-occurring support networks, or in both. How-

ever they might not be accessed by carers in times of stress. Peer

support interventions aim to fill this potential gap in support, by

providing access to a peer through health care and volunteer ser-

vices (Dennis 2003).

There are different formats of, and approaches to, peer support.

Peer support interventions can be delivered on a one-to-one ba-

sis to provide support (Pillemer 2002) or supportive counselling

(Toseland 1990). They may also be delivered on a group basis

(Chien 2008; Gallagher 1996). As well as being conducted in

person, peer support interventions may be delivered remotely via

telephone (Goodman 1990), or the Internet (Marziali 2006). The
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structure of the intervention also varies, with some interventions

facilitated by a peer alone, and others co-facilitated by a profes-

sional and peer (Fung 2002). Finally, the level of training that

peers undergo varies. Some peers receive in-depth training, par-

ticularly if the intervention they are providing is complex and in-

cludes counselling and other supportive elements.

How the intervention might work

Social support is known to improve quality of life (including

health-related quality of life) and wellbeing, both in the short and

long term, by reducing stress and anxiety (Cohen 1985), lower-

ing blood pressure, increasing immunity, and reducing mortality

(Hogan 2002). It is thought that the strength of peer support in-

terventions in particular, above social support interventions more

broadly, is that peers have similar caring experiences to the per-

son(s) they support. This means they are able to empathise and

deliver support based on their own experiences. This is referred

to as ’homophily theory’ (McPherson 2001), which suggests that

people will associate and bond with similar others, particularly in

stressful situations. In other words, we assume that those who have

’been there’ are better able to understand and help. For this reason,

peer support interventions may work on the basis that supported

carers feel understood, and are more likely to listen and act on the

information or guidance they receive, as they see it as relevant.

As with social support, peer support has been found to directly

improve quality of life and wellbeing by decreasing feelings of iso-

lation and improving mood, or by serving to inhibit maladaptive

behaviour and promote more adaptive coping strategies (Dennis

2003). Peer support may also indirectly improve quality of life

and wellbeing by encouraging changes in behaviour, emotions,

and thoughts. This forms the basis of Social Cognitive Theory

(Bandura 1989), which suggests that behaviours are modelled on

those of role models in social interactions. This concept lends it-

self well to peer support interventions, because it is based on the

extent to which an individual identifies with the role model. The

more an individual identifies, the more likely they are to listen

to, and act on, advice and guidance. In addition, having someone

to talk to about worries associated with caring, and to help plan

ways to cope with experiences, can improve feelings of self-efficacy

(Bandura 1977), which has also been linked to improved quality

of life and wellbeing (Gignac 1996). ’Self-efficacy’ refers to the

extent to which someone feels confident, in control of, and able

to cope with, a potentially challenging situation such as caring.

Providing the intervention may also impact on the peer support-

ers themselves. Currently, little research looks specifically at the

impact of volunteering as a peer supporter. Findings suggest that

carers may be motivated to become peer supporters in order to

help others and share their experiences (Pillemer 1996). Research

looking at the impact of volunteering on a more generic level does

suggest both positive and negative outcomes for volunteers. Vol-

unteering can improve their access to social and psychological re-

sources, resulting in fewer depressive symptoms (Musick 2003).

Older volunteers, in particular, may experience improved life sat-

isfaction and mental and physical quality of life (Van Willigen

2000). However, negative outcomes have also been recorded. For

example, people volunteering to support those with a chronic ill-

ness and their carers may experience greater levels of stress through

being the recipients of negative emotions expressed by those they

are supporting (Bakker 2006). Such negative outcomes may be

exacerbated by poor training and support in the volunteering role

(Ross 1999).

Why it is important to do this review

Family carers are often seen by governments and non-govern-

ment organisations (NGOs) as a low-cost way to support people

with chronic illness. As such, a number of peer support schemes

have been developed to support family carers in low resource but

high prevalence settings, such as caring for relatives with HIV/

AIDS or dementia. However, peer support interventions for fam-

ily carers have received less attention than programmes for the

patients themselves, and research findings on effectiveness have

been mixed, though qualitative evidence suggests that carers ben-

efit from peer support (Chien 2008). Since some peer support

schemes already operate, it is vital that we learn more about their

effects, and identify the particular strategies that seem most bene-

ficial. One of the difficulties in assessing the effects of such inter-

ventions is that the term ’peer’ is not always used to describe inter-

ventions involving experientially-similar supporters, meaning that

evidence is easily overlooked and not assimilated into the existing

evidence base. Another reason may be that research is conducted

by researchers and members of the voluntary sector or NGOs, and

may not be readily available to researchers in health. There is a

need for a systematic review and analysis of the evidence in order

to establish a more informed model of peer support.

This review will complement planned and existing Cochrane re-

views. Namely, it will complement the review by Doull 2005,

which will focus on peer support strategies for people with chronic

illness, rather than carers. In addition, it will expand on the re-

view by Nelis 2007, which focuses on information and support

interventions for carers of people with dementia. It will also com-

plement the review by Lewin 2010, which focuses on lay support

and may include some peer support interventions but does not

focus exclusively on them. Finally, it will extend Candy 2011, by

including carers caring for someone in the early stages of an illness,

rather than in the terminal stages only.

O B J E C T I V E S

To assess the effects of peer support interventions on health-related

quality of life (i.e. mental and physical health) and wellbeing of

family carers who care for an adult relative with a chronic mental

or physical illness at home.
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Secondary objectives are:

• to assess whether different features within each peer support

intervention impact on its effects. These features could include:

the facilitator (peer, versus peer and professional co-facilitators);

format, duration, intensity of intervention; and quality of peer

training.

• to assess the effects of simple and multifaceted interventions

(interventions with more than one component), and the

particular features that are most effective.

• to assess the effects of peer support interventions across

different types of illness.

M E T H O D S

Criteria for considering studies for this review

Types of studies

We will include randomised controlled trials (RCTs). Due to the

likelihood of limited research in this area, we will also include

quasi-RCTs, controlled before and after studies (CBAs), and inter-

rupted time series studies (ITSs) (either with or without a control

group). For RCTs, quasi RCTs and CBAs, we will include studies

allocating to groups at both the individual and cluster levels.

For CBAs to be included they must have: at least two intervention

sites and two control sites; comparable pre- and post-intervention

periods of measurement for the intervention and control groups;

and comparable key characteristics at baseline (Ryan 2011).

For ITSs to be included they must have: a clearly-defined point

in time in which the intervention occurs and is specified by the

researchers; and a collection of at least three data points before and

after the intervention (Ryan 2011).

Types of participants

Participants (intervention recipients) will be primary family carers,

defined as adults (18 years and over) who:

• are relatives, partners, or people who are as close as kin, to

the person they care for (including spouses, partners, adult

children, parents of adult children, siblings, extended family

members, or close personal friends); and

• provide or organise the majority of the care to an adult with

chronic physical or mental illness(es), who lives at home (with or

without their caring relative) and not in a formal care setting.

Chronic illness is normally defined as any illness which has per-

sisted for a prolonged period (e.g. more than 3 months). People

suffering some chronic illnesses, such as depression or diabetes,

often do not need help to care for themselves. For the purposes

of this review, we are interested in peer support interventions to

family carers of people suffering chronic illnesses (defined as an in-

capacitating progressive or relapsing illness or comorbidity, which

may include a terminal phase (Rolland 1987)), which result in the

individual being unable to care for themselves. Such chronic ill-

nesses include (but are not limited to) dementia, terminal cancer,

stroke, AIDS, motor neuron disease, psychiatric disorders such as

chronic schizophrenia, or other combinations of conditions which

are debilitating for the individual. The critical point, for this re-

view, is that the person requires help to care for themselves, for a

prolonged period.

Due to the diverse nature of caring populations, some studies

may include carers or care recipients who are younger than 18.

We will include studies in which the majority of carers or care

recipients are over 18 years old, but will exclude studies that report

interventions designed specifically for people aged less than 18.

Such interventions are likely to be qualitatively different from

interventions designed for adults on key elements such as nature

of the intervention and, in particular, the outcomes measured, for

example, impact on education.

We will exclude studies in which the care recipients have congenital

impairments. This is because only carers of adult care recipients

will be included. Carers of people with congenital impairments

would have been undertaking the caring role for many years by the

time the person they are caring for turns 18. In this situation, it

would be difficult to match such a carer with a more experienced

peer and therefore have an experiential gap, which is seen to be

the defining feature of a peer support intervention.

Types of interventions

We will include peer support interventions, defined as interven-

tions providing support, social support, or supportive counselling

(on a formal (structured/facilitated) or informal basis), delivered

or facilitated by peers. Peers are lay persons who are experientially

similar to the carers they are supporting; that is, peers care or have

cared for a relative with the same/similar illness as the relative

of the family carer they are supporting. Peers are different from

friends or family who may provide some level of informal support,

because peers are usually more experienced in caring than the carer

they are supporting, and they have usually received some training

before providing support.

Interventions may be delivered to carers on a one-to-one or group

basis, and may be delivered in a number of different ways such as

face-to-face, or via phone or the Internet. We are particularly inter-

ested in sustained contact interventions, which are interventions

that take place over six months or more. However, as there is likely

to be limited research in this area, we will also include studies that

feature shorter interventions. Interventions may differ in terms of

whether the peers are trained. The intensity of the intervention

may also vary in terms of length and frequency of contact.

4Peer support interventions for family carers of adults with chronic mental or physical illness who are living at home (Protocol)

Copyright © 2012 The Cochrane Collaboration. Published by John Wiley & Sons, Ltd.



Our primary focus will be on interventions delivered to peers

only. However due to the likelihood of limited research in the

area we will include studies which are facilitated by lay persons

where peers (as defined above) comprise approximately 65% or

more of the intervention providers. Where this information is

not explicit within the study, we will seek further information

from the study authors. If this information is not available, we

will include these studies and conduct a sensitivity analysis of the

trials that report the proportion of the peer component. If meta-

analysis is not possible, we will discuss any differential effect of

the intervention in trials which report the proportion of the peer

component of the intervention, compared with those which do

not report this.We will exclude studies in which interventions are

facilitated exclusively by lay or professional persons who are not

peers (i.e. not experientially similar to those they are supporting).

Some interventions will be co-facilitated by a peer and a profes-

sional (defined as individuals who are trained and qualified to prac-

tice, i.e. psychologists, psychiatrists, nurses, and social workers,

GPs, medical students, and healthcare specialists such as speech

and occupational therapists). That is, interventions may be carried

out by both a peer supporter(s) and professional(s) together. They

may provide the entire intervention together, or each provide dif-

ferent elements separately within the same intervention. For these

co-facilitated interventions, there is no particular proportion of

the intervention providers that must be peer supporters for a study

to be included because they are, by their very nature co-facilitated.

We will include studies of co-facilitated interventions in the re-

view, and will collect and report information on the proportion

of peer supporters providing co-facilitated interventions, but will

analyse these separately from studies assessing interventions deliv-

ered by peers alone.

We will include studies assessing the following comparisons:

• peer delivered interventions versus control/treatment as

usual/waiting list condition;

• peer delivered interventions versus ’other’ delivered

interventions (professional or lay);

• co-facilitated peer and professionally-delivered

interventions versus control/treatment as usual/waiting list

condition;

• co-facilitated peer and professionally-delivered

interventions versus professionally-delivered interventions;

• co-facilitated peer and professionally-delivered

interventions versus peer delivered interventions;

• one peer-delivered intervention versus another;

• one co-facilitated peer and professionally-delivered

intervention versus another.

We will exclude non-facilitated mutual support groups, as these

groups are not facilitated by a more experienced peer, but rely on

participants recruited to the study to support one another. We

will also exclude interventions that are not support interventions,

such as educational programmes that comprise no planned support

element, along with respite, and psychotherapeutic interventions.

A psychotherapeutic intervention would involve “an interpersonal

process designed to bring about modifications of feelings, attitudes

and behavior which have proved troublesome to the person seeking

help from a trained professional” (Strupp 1978).

Types of outcome measures

In order to increase this review’s relevance to consumers we con-

ducted a focus group with carers of people with dementia to iden-

tify which outcomes were most important to them when being of-

fered a peer support intervention. We presented a list of outcome

categories for family carers, and another list for care recipients.

These lists were based on outcomes commonly reported in the

peer support literature. Using a mix of small group and large group

discussion we determined that improvements in quality of life and

coping strategies were the most important carer outcomes. From a

theoretical perspective we were also interested in quality of life as

a primary outcome, as peer support is thought to improve quality

of life through building supportive bonds with similar others and

increasing feelings of self-efficacy. Therefore, we specify quality of

life as a primary outcome, and coping strategies as a secondary

outcome. In addition, we decided to include adverse events as a

primary outcome along with the concept of wellbeing. We also

found that the carers were keen to know the outcomes of peer

support interventions on care recipients, particularly the changes

in quality of life and neuropsychiatric symptoms. We will assess

outcomes for the care recipient where these are available.

Primary outcomes

We will assess and report the following primary outcomes for

family carers:

• Health-related quality of life

• Wellbeing

• Adverse effects (i.e. greater levels of stress/anxiety).

Secondary outcomes

In order to select one outcome measure for each relevant secondary

outcome category, we will list the outcomes reported by each study

and make a decision as to the most clinically important outcome.

Family carer

• Other psychological and psychosocial outcomes (i.e. coping

strategies measured as changes in the number and types of

strategies used, anxiety, depression, perceptions of carer burden

and strain, self-efficacy, knowledge and skills acquisition,

satisfaction with intervention).

• Social support outcomes (frequency of perceived and

received support, or type of support, i.e. emotional,

informational, instrumental, appraisal (where specified), or
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change in support network i.e. numbers of people available to

provide support and use of network by carer).

• Relationship outcomes (i.e. quality of relationship between

carer and care recipient, or satisfaction with caregiving role).

In order to be included in the review, it is not essential that studies

report outcomes for the care recipient or peer supporter, but data

will be extracted where available.

Care recipient

• Psychological outcomes (i.e. health-related quality of life,

wellbeing, associated distress and neuropsychiatric symptoms)

• Adverse effects i.e. levels of (re)hospitalisation/

institutionalisation

• Physical outcomes (health problems i.e. change in use of

medication/progression of illness)

Peer supporter

• Psychological outcomes (i.e. health-related quality of life,

wellbeing, life satisfaction, depression, anxiety)

Economic outcomes

• Resource use and costs

We will not exclude studies based on the outcomes reported or

not reported.

Search methods for identification of studies

The proposed search strategy recognises that there is no global

consensus in terminology used to describe family carers. This is the

case for both the research community and the carers themselves.

For this reason, key words such as ’spouse’, ’partner’, ’child’, and

’sibling’ will be used alongside the terms ’caregiver’ and ’carer’. In

addition, due to the nature of the topic area the search strategy is

intended to be highly sensitive, thus forsaking precision.

Electronic searches

We will search

1. The Cochrane Central Register of Controlled Trials

(CENTRAL, The Cochrane Library) (latest issue).

2. MEDLINE (OvidSP; inception to present).

3. EMBASE (OvidSP; inception to present).

4. PsycINFO (OvidSP; inception to present).

5. CINAHL (EbscoHOST; 1982 to present).

We present the strategy for MEDLINE in Appendix 1. We will

adapt the strategy for each database. We will not restrict the search

in terms of date or language.

We will pilot the strategies before running them, and report the

strategies as run, in the review.

Searching other resources

We will search:

1. Grey literature - OpenGrey (inception to present).

2. Dissertation Abstracts (inception to present).

3. Conference abstracts/proceedings.

We will search the reference lists of all included studies and rel-

evant reviews, and conduct forward citation searches (using Web

of Science). In addition, we will search ClinicalTrials.gov, Current

Controlled Trials metaRegister of Controlled Trials (mRCT) ac-

tive and archived register, and the WHO International Clinical

Trials Registry Platform, to identify ongoing studies. Finally, we

will contact prominent researchers in the field of peer support in-

terventions for family carers to enquire about ongoing or unpub-

lished studies.

Data collection and analysis

Selection of studies

We will combine the results of each database search using reference

management software, and remove duplicates.Two review authors

(KB and AF) will review the titles and abstracts of all studies

identified through the searches, against the criteria specified in

Criteria for considering studies for this review. We will obtain in

full text those studies identified by either author as potentially

meeting the criteria. We will pilot the screening tool on a sample

of studies (between 10 and 12) to refine and finalise it. KB and

AF will independently assess potentially-relevant papers against

the inclusion criteria. We will identify and collate multiple reports

from individual studies (Higgins 2011a).

If there are disagreements between KB and AF as to whether a

study should be included, a third review author will be consulted.

If necessary, we will request additional information from study

authors to aid the decision making process. Until information is

received, these studies will be classified as awaiting assessment.

We will list those studies that do not meet the selection criteria

after inspection of the full text in the ’Characteristics of excluded

studies’ table, giving the specific reason(s) for exclusion.

Data extraction and management

We will extract data from each included study using a data extrac-

tion form based on the data extraction template of the Cochrane

Consumers and Communication Review Group, which will be

piloted for the review. Two review authors (KB and AF) will ex-

tract data independently. All data will be cross-checked between

the two forms before being entered into RevMan (by AF). If there

are any discrepancies, authors will refer to the original paper. For

any discrepancies remaining unresolved after this process, a third

review author will be consulted. All data entered into RevMan by
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AF will be checked against the agreed data extraction sheets by KB

to ensure no errors have been introduced at this stage.

For each included study we will extract:

• study design;

• participant details (including number in each group,

demographics and characteristics at baseline, type and definition

of chronic illness, and relationship between carer and care

recipient and whether they live together or not);

• details about the peer supporters (including demographics,

and number of years of caring experience and type of illness);

• description of intervention (including cost, total number of

groups and details of the control/comparison groups, duration,

intensity, format, setting, length of follow-up, level of training of

peer supporter, details of co-facilitators, and how the peer and

carer have been matched in one-to-one interventions);

• outcome measures;

• outcome data;

• analysis methods;

• theoretical basis of intervention;

• integrity of the intervention (i.e. consistency of

intervention, quality of intervention, and uptake of

intervention).

Finally, we will extract methodological data in order to complete

the Risk of Bias Assessment (see Assessment of risk of bias in

included studies).

Assessment of risk of bias in included studies

We will assess and report on the methodological risk of bias of

included studies in accordance with the Cochrane Handbook for

Systematic Reviews of Interventions (Higgins 2011b) and the

guidelines of the Cochrane and Communication Review Group

(Ryan 2011), which recommends the explicit reporting of the fol-

lowing individual elements for RCTs: random sequence genera-

tion; allocation concealment; blinding (participants, personnel);

blinding (outcome assessment); completeness of outcome data,

selective outcome reporting; other sources of bias.

Whilst the nature of psychosocial interventions means that it is

not possible to blind participants or intervention providers to al-

location, this information will still be assessed and reported.

If cluster-RCTs, quasi-RCTs, controlled before and after studies

and/or interrupted time series are included in the review, we will

assess their risk of bias systematically by adapting the above tool

in the following ways:

Cluster RCTs: we will report additionally on whether selective

recruitment of cluster members was prevented (at ’other sources

of bias’).

Quasi-RCTs: we will assess all criteria as outlined for RCTs, rating

random sequence generation as ’high risk’ and reporting on how

participants were allocated to the intervention and control groups.

CBAs: we will assess the criteria as outlined for RCTs, rating CBA

studies as ’high risk’ for sequence generation and allocation con-

cealment. We will additionally assess (as an ’other’ source of bias)

protection against contamination between groups.

ITSs: we will assess whether the intervention is independent of

other changes; shape of the intervention effect prespecified; like-

lihood of intervention affecting data collection; blinding (partic-

ipants, personnel); blinding (outcome assessment); completeness

of outcome data; selective outcome reporting; other sources of

bias.

In all cases, two authors (KB and AF) will independently assess the

risk of bias of included studies, with any disagreements resolved

by discussion and consensus. We will contact study authors for

additional information or clarification of the study methods as re-

quired. For each domain we will describe the relevant information

provided by authors and judge each item as being at ‘high’, ‘low’

or ‘unclear’ risk of bias, as set out in the judging criteria provided

by Higgins 2011b. We will incorporate the results of the risk of

bias assessment into the review through standard tables, and sys-

tematic narrative description and commentary about each of the

elements, leading to an overall assessment of the risk of bias of

included studies and a judgement about the internal validity of

the review’s results.

Measures of treatment effect

RCTs (quasi and cluster), and CBAs

RCTs: For dichotomous outcomes we will report risk ratios (RRs)

and their 95% confidence intervals (CI), where events occur both

in the intervention and control/comparison groups. For contin-

uous outcomes, we will report mean difference (MD), standard

deviations (SD), and 95% CI at the end point. When the selected

studies measure the same outcome but on different scales, we will

calculate the standardised mean difference (SMD) and 95% CI.

CBAs: For dichotomous outcomes we will report risk ratios (RRs).

For continuous data we will report SMD.

ITSs

The following estimates and their P values will be reported from re-

gression analyses, which we will adjust for autocorrelation: change

in level of the outcome at the first point after the introduction of

the intervention; and the post-intervention slope minus the pre-

intervention slope. The first gives the immediate effect of the in-

tervention whilst the second gives the long-term effect of the in-

tervention.

Economic data

We will extract data on cost-effectiveness and resource use where

available, and present a narrative summary of results. This is for

three reasons: first, we do not expect a large proportion of studies

to have collected or reported economic data; second, assessing
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economic data is a secondary aim of this review; third, there is

no agreed method for conducting meta-analyses of economic data

(Shemilt 2009).

Unit of analysis issues

We will take into account the level at which randomisation oc-

curred in each included study. In the majority of included studies,

we expect the number of observations in the analysis to match the

number of units randomised, as most will randomise and/or as-

sess participants individually. However, we also expect to include

cluster RCTs in the review. Studies in which clusters of individuals

are randomised to groups, but where inference is intended at the

level of the individual, need to be analysed taking account of intra-

cluster correlation (ICC). Estimates of ICC will be obtained from

contacting authors, or imputed using external estimates. If this is

not possible we will report effect estimates and annotate ’unit of

analysis error’.

Often, analyses of ITS studies do not account for autocorrelation

of data points. Consequently, we will re-analyze results where data

are available. Time series regression analysis will be used, which

will take account of the first order autocorrelation. From this we

will estimate the change in level of the outcome at the first point

after the intervention is introduced, along with the post-interven-

tion slope minus the pre-intervention slope. We will also calculate

confidence intervals for these effect estimates.

Dealing with missing data

We will contact the study authors for missing data required for

analysis. If data are supplied, we will carry out analyses on an

intention to treat basis. If data are not available we will conduct

an available case analysis using the known outcome data. We will

report information regarding loss to follow up and assess this as a

source of bias. If only SDs are missing, we will attempt to calculate

these from the data available.

Assessment of heterogeneity

We anticipate that included studies will be clinically and method-

ologically heterogenous, that is, they will differ in terms of inter-

ventions, type of illness, participants, study design and outcome

measures. In this case, it may not be appropriate to conduct a meta-

analysis. In addition to examining clinical heterogeneity through

discussion, we will assess heterogeneity by visual inspection of for-

est plots and using the Chi2 test to test for heterogeneity and the

I2 statistic to quantify it. An I2 value of 50% or more will be

considered to represent substantial levels of heterogeneity, but will

be interpreted in light of the size and direction of effects and the

strength of the evidence for heterogeneity, based on the P value

from the Chi2 test (Deeks 2011).

Assessment of reporting biases

We will follow Cochrane Collaboration guidelines for assessing

reporting biases (Sterne 2009). The most pertinent types of re-

porting biases in this subject area are likely to include: publication

bias; time lag bias; location bias; and language bias. If we identify

sufficient (at least 10) studies for inclusion in the review we will

construct a funnel plot to investigate publication bias and we will

formally test for funnel plot asymmetry, with the choice of test

informed by the advice outlined in Higgins 2011..

Data synthesis

We will compare included studies based on the type of interven-

tion, setting, participants and delivery. Based on this assessment,

if we consider the studies to be similar enough to conduct a meta-

analysis, we will use a random-effects model. Meta-analysis will be

conducted only for RCTs, cluster RCTs, and quasi RCTs. We will

provide descriptive statistics for ITS and CBA studies, which will

include, for instance median effect sizes and inter-quartile ranges.

If meta-analysis is inappropriate, we will present a narrative review

describing differences in effects between studies in each group.

For each comparison we will report: the number of comparisons

showing positive direction of effect; median effect size across com-

parisons; the median effect size across comparisons without unit

of analysis errors; and the number of comparisons showing statis-

tically significant effects.

For the narrative synthesis or meta-analysis, we will synthesise

according to different types of interventions (i.e. grouping similar

interventions together), then by outcomes.

We will prepare a ’Summary of findings’ table to present the results

of meta-analysis, based on the methods described in chapter 11 of

the Cochrane Handbook for Systematic Reviews of Interventions

Schünemann 2011. We will present the results of meta-analysis

for the major comparisons of the review, for each of the major

primary outcomes, including potential harms, as outlined in the

‘Types of outcome measures’ section. We will provide a source and

rationale for each assumed risk cited in the table(s), and will use

the GRADE system to rank the quality of the evidence using the

GRADEprofiler (GRADEpro) software (Schünemann 2011). If

meta-analysis is not possible, we will present results in a narrative

‘Summary of findings’ table format, such as that used by Chan

2011.

Subgroup analysis and investigation of heterogeneity

Due to the varied nature of methodologies, participant groups, and

interventions, it will be important to conduct subgroup analyses

through narrative or statistical methods. Likely subgroup analyses

will focus on the following groupings, depending on an adequate

number of studies. All comparisons focus on the nature of the

intervention because the current literature indicates that the effect

of a peer support intervention may lie in the fine detail, such as:
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• Short-term interventions (up to three months) versus long-

term interventions (three months or longer) and number of

contacts during the intervention.

• Type of support intervention such as support versus

counselling.

• One-to-one versus group interventions.

• Medium of intervention (e.g. Internet versus telephone).

Sensitivity analysis

We will conduct sensitivity analyses on the primary outcomes to

investigate the impact of including studies assessed as having a high

or unclear risk of bias on the pooled effect estimates. Studies rated

as at high or unclear risk of bias on the tool domains of sequence

generation and allocation concealment will be considered at high

or unclear risk of bias for the purposes of sensitivity analysis.

Consumer involvement

As previously mentioned, we contacted family carers via Demen-

tia UK to take part in a focus group discussion to determine the

primary and secondary outcomes for the review. We hope that

one of these carers will be involved in the review process by pro-

viding feedback on the review to ensure that it is written in an

accessible way, and to help check whether and how the findings

and implications drawn from the review will be meaningful to

consumer groups. Consumers have also been involved in the peer

review of this protocol through standard procedures adopted by

the Cochrane Consumers and Communication Group. They will

also review the full review before publication.
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A P P E N D I C E S

Appendix 1. MEDLINE search strategy

1. exp family/

2. (family or families or parent$2 or relative? or spous$2 or partner? or husband? or wife or wives or child or children or grandchild*

or son? or daughter? or sibling? or brother? or sister? or mother? or father?).tw.

3. 1 or 2

4. (care* for or caring).tw.

5. 3 and 4

6. caregivers/

7. (carer* or caregiv* or care giv*).tw.

8. exp home nursing/

9. or/5-8

10. peer group/

11. (peer? or lay).tw.

12. voluntary workers/

13. (voluntary worker* or (trained adj3 volunteer*)).tw.
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14. community health aides/

15. self help groups/

16. community networks/

17. (self help group* or ((support* or carer or caregiver) adj (group* or network*)) or (mutual adj (aid or support)) or ((support or

community) adj network*)).tw.

18. mentors/

19. (mentor* or befriend* or buddy or buddies or companion*).tw.

20. or/10-19

21. 9 and 20

22. social support/

23. exp counseling/

24. psychotherapy, group/

25. family therapy/

26. exp “religion and psychology”/

27. (support* or befriend* or advice* or advis* or counsel* or help* or assist* or encourag* or pastoral* or spiritual* or meeting* or

visit* or program* or ((family or group) adj (therap* or intervention*))).tw.

28. or/22-27

29. 21 and 28

30. randomized controlled trial.pt.

31. controlled clinical trial.pt.

32. random*.tw.

33. placebo*.tw.

34. trial.tw.

35. groups.ab.

36. clinical trial.pt.

37. evaluation studies.pt.

38. research design/

49. follow up studies/

40. prospective studies/

41. cross over studies/

42. comparative study.pt.

43. (experiment* or intervention*).tw.

44. (pre test or pretest or post test or posttest).tw.

45. (preintervention or postintervention).tw.

46. time series.tw.

47. (cross over or crossover or factorial* or latin square).tw.

48. (assign* or allocat* or volunteer*).tw.

49. (control* or compar* or prospectiv*).tw.

50. (impact* or effect? or chang* or evaluat*).tw.

51. or/30-50

52. exp animals/ not humans.sh.

53. 51 not 52

54. 29 and 53
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