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1.  Introduction
In September 2008 the National Centre for Independent Living (NCIL) was commissioned by the Care Services Improvement Partnership (CSIP) to conduct a review of peer support activity in the context of self-directed support and the personalisation of adult social care.
The review has been conducted in four stages: -

· A review of literature and research in English (national and international) since 1995  

· Relevant policy initiatives and examples of good practice have been identified
· A group of 6 people who are service users or representatives of service user organizations was convened to comment on and contribute to the review
· Based on the above, recommendations have been drawn up that will promote the further development of peer support in relation to self-directed support and the personalisation of adult social care.

The availability of peer support is essential in the drive to transform adult social care to give service users choice and control in how their individual support needs are met.  The recommendations at the end of this review seek to ensure that well-informed support is available to users of services when they make their choices.  
The review also aims to share good practice with service users already engaged in peer support and those considering setting up such a service.  Finally, it is hoped the review’s relevance will go beyond the adult social care agenda and also be of interest to those generally concerned with social policy and social inclusion.
2.  Review of the Literature 

Literature on peer support has been considered, with particular reference to literature concerning self-directed support and the personalisation agenda in social care.  The review has examined not only evidence of the effectiveness of peer support, but also the characteristics and context of peer support.

The search covers published literature between the years 1995 and 2008, and grey literature between 2000 and 2008. The detailed search strategy is set out in Appendix 1.  
There is a limited amount of published research on peer support, and this is particularly the case for peer support associated with self-directed support and the personalisation agenda.  Within the grey literature there are a considerable number of references to peer support, although it should be noted that there are varying and sometimes imprecise definitions of the term.  
Even within the grey literature, however, it was difficult to find much literature relating to self-directed support, personalisation and peer support.  This is not surprising, given that self-directed support and personalisation are relatively new policy goals.  Within these policy areas, there has been more focus on support planning and service brokerage than on peer support. It may also be the case that peer support is sometimes part of support planning or service brokerage but is not named as such.  
Defining Peer Support
A common sense definition of peer support is that it refers to activities where “people provide emotional and practical help to each other” (www.wikipedia.org ).  However, the defining characteristic of peer support is that it refers to relationships and interactions between people who are peers, that is people “who are equal in ability, standing, rank, or value” (Oxford Dictionary).  Indeed, Catherine Jackson in an article in ‘Mental Health Today’ has argued that the term ‘peer to peer’ should be used to distinguish it from other forms of support (Jackson, 2008).
Peer support can be found amongst a wide range of different groups and situations . For example, the National Children’s Bureau’s briefing describes the continuum of activities in which children support each other to be involved: 

at one end are consultation activities where children and young people ‘quality assure’ adult-led activities, at the other end are activities in which children and young people share power with adults, including participating in solving problems.

(National Children’s Bureau, 2004)

In a disability context, the independent living movement has long asserted the value of peer to peer support, insisting that disabled people are experts in the barriers which face them and how to tackle such barriers. Peer support has been, and continues to be, a key part of disabled people’s own organisations and can encompass a range of methods.  These include, for example:

Listening, sharing first hand knowledge about living with a disability, assist others in making informed, independent choices, share experience, information and strategies, …navigate attitudes and values that impede personal growth, offer solutions to barriers, obstacles and problems.”  
(http://www.dacsc.org/peersupport.php)
Before going on to discuss the different types of peer support, it is important to make a clear distinction between peer support, and other terms such as advocacy, self-advocacy and support brokerage, particularly as there is potentially some confusion, and in practice considerable overlap, between these terms.

Advocacy has been defined as “…taking action to help people say what they want, secure their rights, represent their interests and obtain services they need. Advocates….work in partnership with the people they support and take their side” (www.actionforadvocacy.org.uk ). Within that general definition there are different forms of advocacy, including self advocacy where people speak up for themselves, often coming together in groups, and peer advocacy “where someone with similar experiences supports another person to make their views known and acted upon”(Disability Right Commission, 2006).
Brokerage has been defined as ‘the assistance that people may need to work out what their choices will be, and the support required to make it happen” (Care Services Improvement Partnership, 2007).  The activities that are included in this definition, such as information giving, informal support and advocacy, are very similar to the activities listed above as part of peer support.  However, support brokerage is more likely to be provided by paid workers and peer to peer relationships are not a defining characteristic of the role.
Types of Peer Support
Peer support takes place in a variety of situations with a variety of aims, activities and outcomes.  These are outlined below.

People with an impairment or long-term health condition supporting other people with similar experiences
There are a wide range of groups of people who share specific physical and sensory impairments or who are users of, for example, mental health services, where the specific purpose of the group is to support each other.  The methods used to provide peer support include regular meetings, for example Walsall Visual Impairment Group (RNIB, 2008).  Methods also include websites offering support, information and advice, and  discussion forums, for example www.apparelyzed.com, which was set up by people with spinal injuries, or www.addictsurvivors.org for people with drug or alcohol misuse.
Self-help groups are perhaps the most common and oldest form of peer support. The purpose and function of such groups is explained, for example, on the Hearing Voices Network website:

Hearing Voices groups are typically, a number of people who share the experience of hearing voices. Coming together to help and support each other, they exchange information and learn from each other. They share the same problems and may have similar life situations. Sometimes the group may include relatives and carers of people who hear voices.


The purpose of hearing voices groups is to offer a safe haven where people feel accepted and comfortable. They also have an aim of offering an opportunity for people to accept and 'live with their voices', in a way that gives some control and helps them to regain some power over their lives. 

http://www.hearing-voices.org/information.htm 

Some groups have developed from what started as informal peer support, to the point where they have set up a specific peer support service with training for peer supporters and agreed procedures on how people offering peer support should conduct themselves.  One such example is the Highland User Group, a group of mental health services users in Scotland, who found they were providing informal support to each other during hospital visits and so decided to set up a peer support group with paid workers all of whom are people using mental health services (Highland Users Group, 2008). 

Peer support is a well established part of Centres for Independent Living (CILs), not just in the UK but around the world.  CILs played a pivotal role in the development of direct payments and such user-led organisations continue to be crucial to their success (Davey et al, 2006; Audit Commission, 2006).    Small scale, qualitative research consistently shows how much people appreciate peer support and, even where a user-led organisation’s service is formally labelled as advocacy, or information and advice, it would appear that it is this peer to peer aspect which is a key part of the value to the individuals concerned (Greene, 1999). 
The term peer support is not so widely used in describing the support people with learning disabilities give to each other, yet – to at least some extent - the term self-advocacy appears to involve similar activities.  For example People First groups run by people with learning disabilities describe self-advocacy groups as being “for people with learning difficulties to meet and share their experiences, support each other [and] learn to speak up…” (www.peoplefirstltd.com). 
It would appear that peer support is less likely to be used as a term to describe the support Deaf people give to each other. The importance of shared experiences is, however, recognised in that the British Deaf Association, for example, has an advocacy service, which trains Deaf people to advocate on behalf of other Deaf people and to support the development of local Deaf forums (www.bda.org.uk).
Peer support for people who are caring for others

Peer support is also a feature of organisations that seek to represent and support informal or family carers.  Carers UK and other family carer organisations promote carers support groups, and peer to peer relationships have also been used to support, for example, new foster carers.   In the latter context, the Fostering Network sets out a clear definition of ‘peer mentoring’ – an activity which is often part of more general peer support but which is not always so clearly defined. It involves:
Approved or retired foster carers in a structured one-to-one relationship with other approved or prospective foster carers. Peer mentoring is delivered by a more experienced foster carer (the mentor) to a less experienced foster carer (the mentee), outside of any line management relationship. Mentors offer non-judgmental support from a position of understanding as foster carers themselves (Foster Carers Network, 2008).

Research on parents caring for disabled children found that parents particularly value, and often obtain the most support and information from, meeting with and sharing experiences with other parents (Beresford et al, 2007).
Peer Support to achieve a policy goal
Peer support is a key part of the campaigning and other activities used by disabled people and other disadvantaged groups engage, in their attempts to bring about change in the policies that affect their lives.  It was through supporting each other that disabled people first developed the idea that they should be given cash payments to enable them to arrange their own support, instead of having to rely on home care or residential services (Campbell and Oliver, 1998).   In recent years, peer support amongst long-term users of mental health services appears to have resulted in, not only the setting up of self-help groups, such as Hearing Voices, but also in mainstream services questioning their own assumptions about treatments and recovery (Roberts and Wolfson, 2004).  

The importance of peer support is also evident when parents with learning disabilities come together to campaign for better recognition of their right to be parents. Thus a group of parents supported each other to organise a National Gathering of parents, followed by a meeting with key civil servants and this then resulted in the publication of government guidance on supporting parents with learning disabilities (Tarleton et al 2006, p.4).  The support that parents provide for each other continues, according to the parents themselves, to be key to their success in, for example, getting government funding to produce accessible information aimed at new parents (www.change-people.co.uk ).
Peer support has been used by professionals to achieve specific policy goals.  For example, in the United States people with HIV/AIDS living in New York have been encouraged by professionals to support each other to ensure they take medication appropriately (Marino et al, 2007). In the United Kingdom, the London Lesbian and Gay Switchboard has recently been awarded a contract from the 31 London Primary Care Trusts to provide confidential advice on sex and sexual health to London’s Gay community (London Lesbian and Gay Switchboard, 2008).
There is considerable evidence of better outcomes being achieved with peer support, in comparison with those achieved through professional support, when it comes to policy goals such as encouraging sustainable breast feeding amongst new mothers.  For example, a Canadian randomised control trial to evaluate the effect of peer (mother-to-mother) support on breast-feeding duration among first-time breast-feeding mothers found that significantly more mothers in the peer support group than in the control group achieved sustainable breastfeeding, and also expressed greater degrees of satisfaction with the experience (Dennis et al, 2002).  

This type of evidence has led to the National Institute for Clinical Excellence (NICE) publishing guidelines on breast feeding encouraging health professionals to set up peer support groups amongst breastfeeding mothers (www.nice.org.uk ).   Similarly health professionals have concluded that the best way to involve Deaf people in their smoking cessation programme is to set up peer support groups (www.tobacoinscotland.com ).
In health and social care settings, the value of expertise associated with being a service user has been recognised for some years. Indeed, in some circumstances, personal experience of disability and/or using services has been seen as a key aspect of the person specification for a particular job.  For example, when the National Spinal Injuries Centre appointed its first Independent Living Advocate, personal experience of spinal cord injury and of accessing independent living was an essential qualification for the job.  The Job Description required the successful applicant to not only fulfil the formal role of advocacy but to also provide peer to peer support.  Subsequent evaluation of the post found this peer support to be a key factor in both successful service user outcomes and health care professionals’ appreciation of the service (Morris, 1995).
In recent years, the Department of Health has funded the Expert Patients’ Programme, which uses peer support to achieve the policy goals of enabling people to self-manage long-term health conditions.  This follows a randomised control trial which provided evidence of the effectiveness of such programmes (Barlow et al, 2000) and evaluation of the initial piloting of the Expert Patient Programme in England (Rogers et al, 2006).  More recently, the approach was extended to family carers, with the announcement in 2007 of an Expert Carers’ Programme (now called Caring with Confidence http://www.caringwithconfidence.net/). This programme is being evaluated by the Social Policy Research Unit at York University, funded by the Department of Health (http://www.york.ac.uk/inst/spru/research/summs/confidence.html).
Peer Support for people in challenging social situations  
Similar to the examples above, where peer support is stimulated by professionals, there are also examples of peer support being used to help people cope with challenging social situations.  For example the UK Prison Service encourages staff to help set up prisoner peer support groups to “create a safe, healthy, decent environment” (www.hmprisonservice.gov.uk)

Organisations such as Kidscape and the National Children’s Bureau are encouraging professionals to deal with bullying amongst children by setting up peer support groups so that children who are being bullied can support each other.  These initiatives follow research evidence that peer support can be effective in reducing the negative effect of bullying.  For example, a survey of over 2000 teachers’ and pupils’ experiences of peer support systems in challenging bullying in the United Kingdom, found them in general to be effective in reducing the negative impact of bullying on victims (Naylor and Cowie, 1999).  However, another British study found that – while effective for victims - peer support did not reduce the overall incidence of bullying in a school (Cowie and Olafson, 2000).
There are numerous examples of peer support groups amongst students.  For example, the University of Cambridge has student peer supporters to assist and advice students who experience difficulties with some aspects of university life. In the United States, peer support has been found to be effective in helping to reduce drop out rates amongst ethnic minority first generation college students (Dennis et al, 2005).  
Peer support amongst worker groups
There are many examples of peer support amongst groups of workers, including peer support for managers in children’s services run by the Children’s Workforce Development Council (CWDC), support groups for people in voluntary agencies run by Scottish Council for Voluntary Organisations (SCVO), and peer reviews promoted by the Improvement and Development Agency (IDeA) in local government.  In this latter case council leaders have reported that they have found reviews of their services and their council’s activities by senior officers and experienced councillors from other authorities to be very helpful (www.idea.gov.uk/ais/8748019).
Shared learning and problem solving is a common method for bringing about change and/or promoting high standards of work within health and social care settings, and has been used, for example, to develop a social model approach to community care assessments (Morris, 2004).

Peer support to combat social exclusion
Research on newly diagnosed older people with visual impairment found peer support groups to be one of four interventions which were effective in combating social exclusion.  The researchers concluded:

As well as providing people with information, advice, skills training and monitoring, peer support groups provide people with an opportunity to socialise and to leave behind the isolation of home and have some human contact (Percival, 2003, p.19).  
Peer support also appears to be valued by older people with mental health support needs, for similar reasons.  For example, research carried out as part of the UK Inquiry into Mental Health and Well-Being in Later Life found:

Peer support from people who have had similar experiences is particularly important. Older people with mental health problems value reciprocity and the opportunity to help others. Peer support can provide a social network and decrease the sense of stigma and isolation associated with mental health problems, for older people and their carers.

(Lee, 2007, p.60)

In 2002 the Race Equality Unit undertook research into the effectiveness of five peer support groups set up by disabled people’s and Deaf people’s organisations to reach out to young BME disabled people.  Previous research has shown that young disabled people and young Deaf people have limited knowledge of where they can get support, and are often socially isolated. The research found that the peer support groups provided an opportunity for socialising, obtaining information, to become more confident, and to explore their own identity (Bignall, Butt and Pagarani, 2002).
Summary

Peer support is to be found amongst a wide range of groups, and the term covers a number of different activities and methods.  These include self-help groups, web-based forums, and informal, as well as formal, provision of information, advice and support.  The key distinguishing characteristic is the peer to peer relationship, and it is this which has been found to be effective in a number of randomised control trials of the role of peer support in changing health-related behaviour, such as encouraging breast-feeding in new mothers, and the self-management of long-term health conditions.   Although there is a paucity of robust research of the effectiveness of peer support in other settings, there is considerable qualitative and anecdotal evidence of the benefits of the various peer support activities, and strong messages of their effectiveness from disabled people and other disadvantaged groups.

3.  Recent social care policy initiatives and their relevance to peer support

This section of the report considers the role and relevance of peer support to recent policy initiatives in the field of social care. 
Peer Support and Self Directed Support
The term ‘self directed support’ is being used increasingly to describe a variety of activities all of which aim to enable individuals to have choice and control over how their support needs are met. In Control (see later) has identified some principles of self directed support which include self determination, accessibility, flexibility, accountability, and the right to an individual budget (www.in-control.org.uk ).  Individual budgets (or personal budgets) refer to the situation where an individual is informed of how much money is available to meet their support needs and is given control over how this money is spent.  This may involve directing what services should be purchased on their behalf and/or taking a direct (i.e. cash) payment and making the arrangements themselves (by for example employing a Personal Assistant or purchasing equipment).   
Peer Support and Direct Payments

The Department of Health guidance on direct payments states: ‘Experience has shown that developing support services is a key element of successful implementation of direct payment services’ (Department of Health, 2003, p.9) 
A number of studies have looked at what needs to be put in place to make the take up of direct payments for particular groups possible.  For example, Values into Action researched into the low take up of direct payments by people with learning disabilities and found that few support services were available and in particular there were very few services run by people with learning disabilities themselves.  The authors concluded that it was essential to have peer support available to help people to access and manage direct payments in order to increase take up and be successful (Bewley and McCulloch, 2004).
A number of centres for independent living and direct payment support schemes have peer support groups.  Typical is the group set up by Darlington Association on Disability.  This group of people who use direct payments meets regularly to share ideas and experiences and to learn together. (www.darlingtonad.org.uk )  Southampton CIL also has peer support groups and goes one step further in only appointing people who use direct payments to be direct payment advisors. (www.scil.co.uk ). Southampton CIL has been particularly successful in delivering peer support to people with mental health needs to enable them to use direct payments:
Southampton CIL has a peer-based support scheme to enable people with mental health support needs to use direct payments. It is successful because it addresses the particular issues relating to direct payments and mental health support needs (such as fluctuating needs, mental health crises). The support worker, a mental health service user herself, gives confidence to other mental health service users to help them use direct payments to meet their needs better than traditional services.

(Morris, 2007, p.16).

The need for user led support in accessing direct payments is well documented.  The evaluation of the Department of Health’s Direct Payments Development Fund concluded, amongst other things, that good levels of support to individuals, adequately funded, were the key to making a success of direct payments. (National Centre for Independent Living, 2006)  An action planning guide for local authorities, produced by the Care Services Improvement Partnership to increase the take up of direct payments, states that support services are:

…one of the most critical factors in successful implementation of direct payments, support schemes will be integral to your local council’s direct payments strategy . . .research suggests that support services led by disabled people and carers who themselves use or manage direct payments are particularly effective’ (Murray et al, 2006)
Peer Support and In Control

In Control is an organisation that was originally set up in response to the barriers faced by people with learning disabilities in gaining choice and control over how support needs are met.  They have developed a 7 stage process to achieving control which includes self assessment, planning support, agreeing the plan (with the local authority), managing the budget, organising support, living life, and reviewing the plan (www.in-control.org.uk )  
Although the phrase ‘peer support’ is used infrequently it is clear that In Control values and promotes what is referred to as ‘consumer support’ that is support from families, friends and peers (Duffy, 2007).  In order to promote this, PLAN Federation UK has been established to provide a network of families of disabled people to support each other.  It derives from a model originally established in Canada whose key values are family leadership, safety and security through relationships, self-sufficiency, and contribution equals citizenship (www.plan.ca ).
Peer Support and Individual Budgets

The 13 individual budget pilot sites only completed their work in December 2007 so it is therefore not surprising that there is little in the literature concerning peer support and individual budgets.  However there are some early indications about the value of peer support.  The evaluation of the pilot sites carried out by the Individual Budgets Evaluation Network (IBSEN), a consortium of researchers from 5 universities, found that individual budgets had positive effects particularly for people with physical and sensory impairments.  Amongst other factors, this was attributed to the existence of networks of peer support (Glendinning et al, 2008).  
A group that fared less well with individual budgets was older people.  The Department of Health recently produced a guide to individual budgets and older people, drawing on the lessons learnt from the pilots and also from previous experiences of direct payments.  Key to good experiences for older people in both contexts was the availability of support, particularly that provided by local community organisations. The guide gives an example of Barnsley where the local council has grant funded community organisations to provide support to older people, and this has been associated with a better experience of individual budgets amongst older people (Department of Health, 2008).
Peer support and Government Policy on User-led Organisations
Improving the Life Chances of Disabled People committed the government to ensuring that by 2010, every locality would have a user-led organisation, modeled on existing Centres for Independent Living (Cabinet Office, 2005, p.76).  A Government consultation on adult social care, carried out at about the same time as the Life Chances report, was told that:

When resourced adequately, local user-led organisations have been found to be the most effective means of delivering a range of services including advocacy, self-advocacy, peer support, and supported decision-making”  (Inter-Agency Group of statutory and voluntary organisations, 2005) 
The Department of Health’s Development Programme currently working to deliver on the 2010 commitment includes peer support as a key defining characteristic of user-led organisations.  At the same time, the programme has identified that such organisations, and the services they provide, are struggling to survive in the current commissioning climate:
Peer support and self-assessment are often not fully valued within the new tendering processes. These have been important aspects of direct payments support schemes developed by disabled people, but they are not often part of the service specification, or if they are, are not given much priority. Arguably, these and other key roles, such as consultation, can only be done by user-led organisations (Morris, 2007, p.21).
4.  What is good practice in peer support?
This section of the report considers the key features of how peer support services operate before going on to present the deliberations of the Expert Panel and some examples of good practice.

How do Peer Support Services Operate?

The review of the literature on peer support found differing views about how peer support services should be set up and operated.  HUG (Highlands User Group) is a group of people using mental health services.  They have been established for 12 years now and originally started to support each other motivated by their experience that mental health services users got as much or more value from talking to each other as they did from their sessions with professionals.  In 2007 they undertook a discussion amongst their 13 branches to look more closely at peer support and what sort of service a peer support service should be.
There was not unanimous agreement on everything but they were able to draw out some conclusions.  Most felt that peer support was of positive benefit and should be available but should not replace existing services, and that people should not be forced to use peer support if they did not want to.  If peer support is to benefit service users, peer supporters need to have adequate training and receive supervision.  They saw merit in peer support being provided by service user groups but also for peer supporters to be based within teams of professionals.  There were arguments both for and against peer supporters being paid workers or volunteers.  On the one hand, it was felt that paid workers would provide consistency and would have a recognised status, but there was a danger of professionalising’ peer support.  On the other hand, it was argued, if peer supporters were volunteers it would reflect the fact that peer support is a mutually beneficial relationship and would avoid the responsibility and pressure of a paid role, and yet it might devalue what was being offered.  There was, however, general agreement that peer supporters should work to an agreed value base to avoid inadvertently harming the person they were supporting or taking over the life of that person.
Most of the literature on the training of people providing peer support concerns provision in the United States.  This probably reflects the fact that much of the funding for peer support in America comes from the Medicaid programme.  For example, the state of Georgia has a training programme designed to be cross impairment focussed which covers competencies in listening and communication, understanding self-directed care, helping people find community services, helping people with employment issues, helping people developing relationships, setting boundaries as a peer supporter and knowing how and when to ask for help (see Georgia Peer Support Programme.http://www.disabilitylink.org/docs/psp/peersupport.html).

There are other examples, in the United States, of very formal training for peer supporters, for users of mental health services, where participants have to sit and pass an exam at the end of the course before being considered as ‘certified peer supporters’.  Courses are run by mental health professionals who also provide supervision once the peer supporter becomes qualified (Johnson, 2008).
Expert Panel views on good practice

As part of this work a small group of experts was established to comment on emerging themes and shape the review (for membership of the group see Appendix 2).  Comments were made by e-mail and in discussion at an all day event held on 13th November 2008.
a) Defining Peer Support
It was recognised that terms like ‘advocacy’, ‘self-advocacy’ and ‘peer support’ are often, in practice, blurred and sometimes difficult to distinguish from each other.  Peer to peer support may be given in a range of situations, from formal crisis support, to supporting to people to put forward their own views, to informal support from family and friends.  People needing peer support are likely to access different levels of support at different points in their lives and may look to a variety of sources for such support.
b) Boundaries

The boundaries of peer support need to be clear. There is a difference between providing information and advice, and providing peer to peer support. It is  also necessary to distinguish between peer support and counselling, and peer support and independent advocacy. There can be a fine line between peer support and befriending. It is also important for the people involved to understand that whilst two people might share much in common,  they will not necessarily  take the same view about everything. A peer supporter should not impose their views on the person to whom they are providing support.  It was also agreed that a peer supporter must be independent and not part of, for example, the social care system.
c) Quality of Peer Support
There was general agreement that some level of training is essential so that peer supporters understand their role and have the skills to achieve it.  In addition, there needs to be a system of monitoring in place to ensure consistency and that boundaries are being maintained.  A system of supervision is needed so peer supporters are supported themselves.

d) Resources
Peer support services need to be adequately resourced to enable good standards of service.  Volunteers’ out of pocket expenses should be covered and there needs to be a co-ordinator to keep everything together, probably a paid member of staff.  Where services are funded by statutory agencies there should be an understanding of the need for the service to be independent if it is to be effective.  For peer support to flourish health and social care professionals should have a hands-off approach.
The group considered a number of ways of funding services including using ‘prescriptions’ of peer support as a possible means of recognising the value of peer support, for example, for individuals on recovery programmes.
e) Choice
For peer support to work people need to feel comfortable with the relationship and it needs to take place in a non-threatening environment.  Ideally, people need to be able to choose from a range of peer support providers, particularly because people will vary in what features of a service are most important to them.  For example, one member of the Expert Panel, who formerly worked for Lancashire Centre for Independent Living, reported that – for some people, a very close match of experience was more important than how far they had to travel to access the services.
Effective support relies on shared understanding and an ability to recognise that every individual has a different perspective depending on what they have experienced.  This applies to age, disability and even possibly ethnic origin.  A second or third generation young Somali origin woman may share little beyond language with a recent immigrant who is an older Somali woman who might feel she has more in common with an elderly Jewish lady who has experienced being a refugee.
It also needs to be recognised that people may prefer to maintain their privacy by seeking support from a peer group outside their immediate locality or unrelated to the service they are currently using.

f) Relevance and Importance of Peer Support
Finally, the group emphasised that the development of peer support and peer advocacy over the past 30 years has brought about a transformation in the delivery of health and social care services.  For example the rise of self-advocacy amongst learning disabled people has made this group of people more visible and able to take part in society.  The implementation of government policy on direct payments, and treatment programmes for mental health service users have both benefited from peer support.  It is therefore surprising and disappointing how little attention peer support receives in the context of national development and local delivery of social care.   This must be addressed if self-directed support and personalisation is to succeed.
Current examples of good practice

Information was gathered from six existing peer support groups and one emerging group, using a standard template.  Not surprisingly there is no one model of peer support but they all reported positive outcomes for service users.  The following issues emerged: 
a) Independent Living and Self-Directed Support
As already noted, self-directed support is a relatively recent phenomenon in the delivery of health and social care. Therefore practical examples of peer support are mostly to be found amongst groups who would consider themselves to be part of the independent living movement.  One such example is the Derbyshire Coalition for Inclusive Living.
Derbyshire Coalition for Inclusive Living (DCIL)

DCIL trains disabled people to give peer support to other disabled people who want to make changes to their lives, for example to go out socially.  Many people are isolated in their own homes.  Peer supporters help people to live the lives they want to live including going to college or trying to find employment.  At the first meeting the peer supporter makes a plan of action with the person seeking support.  There are monthly meetings where disabled people discuss various issues of concern and interest.  They also support each other to campaign for changes.

DCIL also provides peer support in other areas including direct payments and independent living.

Personal empowerment training is available and is effective in building confidence and facilitating people to talk through their issues, often for the first time.  For example a woman using mental health services found that her emotional well being was substantially improved by the training course.

Peer support has identified a particular gap in the support available to disabled women in abusive relationships.  DCIL are now working with Women’s Aid to increase the support available.

Another example of peer support in the context of self-directed support is provided by Asian Disabled People’s Alliance.  This service has developed partly as a result of the frustration Asian disabled and older people face in not being able to obtain support that is culturally sensitive to their needs.

Asian People’s Disability Alliance (APDA)

APDA is run by Asian people with direct personal experience of disability and caring, and works across a number of London boroughs.  Amongst other activities they provide peer support to Asian people with physical impairments, learning disabilities and Asian older people.  The organisation also provides or assists people to access culturally appropriate services which are not available from mainstream providers.
Peer support runs throughout the organisation and is there to support people with independent living skills, guiding and supporting people through local authority services and procedures, and supporting Asian people to access and use direct payments.  People are encouraged to have direct payments because they are seen as a way to enable and empower Asian disabled people and a way to access support that is culturally sensitive and supports people’s religious needs.

Peer supporters are volunteers and they receive training in specific issues such as safeguarding, dementia, moving and handling, and health and safety.

Peer support has led to people gaining in confidence and given them a desire to take a wider role in their local community.  The organisation believes that people have gained a ‘I want to do’ attitude.  A number of Asian disabled people have also gained employment.

b) Funding
All but 2 of the projects featured (the exceptions being DCIL and Leonard Cheshire) face financial difficulties in meeting their running costs and could expand their services given additional resources.  Funding sources vary from the lottery to statutory agencies to the parent organisation.  Two projects, CHANGE and P.A.G.E.R., receive no specific funding for peer support at all.
CHANGE

Change is an organisation working with people with learning disabilities based in Leeds. They have both employees and volunteers with learning disabilities.

Peer support is integral to the work they do. “Peer support is part and parcel of everything we do, it’s not something we think about particularly in a formal way. Instead, it’s integral to our purpose and way of working, our philosophy.”  
Examples: 

a. Paid workers with learning disabilities provide peer support to volunteers with learning disabilities (e.g. inducting volunteer into the project the worker is running, providing supervision, etc). 

b. If a parent with learning disabilities rings for advice and is in distress, a non-disabled worker may give them advice but CHANGE also always then arranges for a parent with learning disabilities (either an employee or a volunteer) to talk to them as well.  

c. People with learning disabilities attending a local day centre come into the office and work alongside employees with learning disabilities.  This widens their horizons about what they can do.

An example of where peer support has made a difference involves a parent with learning disabilities who rang CHANGE to talk about her situation.  She received support from other parents with learning disabilities.  As a result of her contact and visits she is now working on CHANGE’s cancer project as a volunteer.  This project is working with professionals, carers and people with learning disabilities who have had or have cancer to make end of life care better and to work with cancer charities to make them more inclusive.

P.A.G.E.R.
PAGER is a peer support/advocacy organisation of people aged over 50, in the East Riding of Yorkshire.  It has between 300 and 400 members.  The organisation has 5 local offices that are all staffed by volunteers.  Volunteers provide peer support and advocacy to other older people in the areas of health, social care and welfare benefits.
Volunteers have some training particularly concerning benefits.  Volunteers do not receive expenses unless they are using their own vehicle which most do not.  However they do have support from a local businessman who provides cars for volunteers if they are needed.

PAGER has been involved in all sorts of activities relating to older people’s issues.  It is not just about older people getting support , it is also about providing opportunities for older people to feel valued in gaining volunteering opportunities, and be active in the community. Locally, it is recognised as an organisation supporting older people and therefore is often asked for its views.
All projects report that there are additional costs to providing peer to peer support.  These include support with access Leonard Cheshire), meeting support needs including communication (Leonard Cheshire and Changing Our Lives), and finding somewhere to meet (The Road to Recovery).  For organisations such as CHANGE, where peer support is integral to the work they do, the involvement of people with learning disabilities means that additional time needs to be taken, and this is rarely allowed for by funders and commissioners.
c) Training
Nearly all the organisations featured provide specific training for peer supporters.  Their training programmes have all been developed ‘in house’.  They cover issues such as listening skills, information provision, and impairment specific training.  One project (DCIL) is seeking accreditation for their programme.
Leonard Cheshire provides an extensive training programme reflecting the fact that it is larger than the other projects and relatively better funded.

Leornard Cheshire Service User Support and Service User Networking Association

The peer support service employs only disabled people and works across the U.K.  There are 30 staff most of whom are part time.  One member of staff, who is full time, works with people with learning disabilities.  They train other disabled people in assertiveness, independent living, and the social model of disability.  In addition they provide one-to-one mentoring support to disabled people in residential care, and facilitate groups of disabled people to meet. 

One of the issues that have been identified is the challenge of providing peer support to people with communication impairments.  The project tries to make sure they are aware of people’s communication needs and respond accordingly.  Another challenge is that of ensuring that people who have received peer support to leave residential care can continue to get peer support in the community.

In addition to helping users of the peer support service, the project has also created employment opportunities (for those working as peer supporters), and the staff team have provided peer to peer support to each other, both generally as a staff group within Leonard Cheshire and with issues such as securing support through the Access to Work programme.

d) Staffing
All but one of the projects (Leonard Cheshire) recruit volunteers to be peer supporters.  Typically volunteers are paid out of pocket expenses including travel and meal allowances.  One of the projects, ADLA, only uses volunteers.  The other projects also employ paid staff.
A newly emerging project that already employs paid staff and intends to recruit volunteers is The Road to Recovery part of Making Waves, a group of people using mental health services based in Nottingham.

Road to Recovery

This is a Nottingham-based peer support group for people aged 18 to 35, aiming to support social recovery from psychosis.  Two users of mental health services are employed on a part- time basis.  It is also planned to recruit volunteers.
The project has only recently received funding from the local Primary Care Trust.  It aims to increase social opportunities for young people and help people move away from a ‘them and us’ approach to services.

The project plans to run a training course on the skills needed to give peer support.

It is part of an organisation called Making Waves, an organisation of mental health services users who have done a considerable amount of work in the Nottingham area providing training to mental health professionals and campaigning on issues of concern to users of mental health services.  As a group they support each other, for example helping each other through periods of being unwell.

e) Wide-ranging Benefits of Peer Support
The projects demonstrate that, as well as meeting the needs of individuals, they may also identify gaps in service provision.  For example, as a result of their peer support service DCIL identified a gap in support to disabled women in abusive relationships.  Peer support also often helps to bring about improvements in services, not only for the individual being supported but also sometimes for service users more generally. An important feature of peer support – which can help identify areas for improvement in services – is that service users appear more likely to share difficult experiences with their peers.  As Changing Our Lives put it, with peer support ‘people open up’.
Changing Our Lives

Changing Our Lives works with learning disabled people who have high support needs and are from black and minority ethnic communities.

The project supports and trains advocates with learning disabilities to advocate for other people with learning disabilities so that they can improve that person’s quality of life and work with them to achieve positive outcomes.   The peer advocates are all volunteers. Advocates lead on all areas of work including conducting fact-to-face interviews, making phone calls, liaising with professionals and arranging and attending reviews for the person where required.
Volunteers receive training that has been developed ‘in house’ before they go out and start working with other people.

Peer advocates make a difference.  For example in a review meeting for a person with high support needs and no verbal communication the peer advocate was able to challenge professionals as to the suitability of the residential home.  Subsequently the person was moved to a much smaller home where his behaviour has settled down and he is much happier.

Another example concerns a person with learning disabilities who was in danger of losing his home because of his behaviour.  The peer advocate worked with support staff to ensure the person was supported so that his views were listened to and his needs better understood.  As a consequence he is no longer abusive to staff.

5.  Conclusion and Recommendations
The value of people drawing on their own experiences to support each other is evident in many settings.  Peer to peer support may take the form of collective action to bring about policy change, for example disabled people’s campaign for direct payments in the early 1990s; or it may involve supporting an individual to help them improve their life, for example the peer support given by CHANGE to a parent with learning disabilities which helped her not only as a parent but also enabled her to work as a volunteer.
Peer support has been found to be an effective method of achieving a range of goals.   Shared learning and problem solving, based on common experiences, has enabled the development of a social model approach to community care assessments; helped in reaching out to involve a particularly hard to reach group such as young Deaf people from black and minority ethnic communities; encouraged individuals to achieve personal goals, ranging from taking up volunteering or employment opportunities to sustaining breast feeding; and proved to  be crucial to the success of a range of treatment programmes, particularly for users of mental health services but also for a range of health conditions. 
Randomised control trials of social interventions are relatively rare and it is therefore of some significance that there is robust evidence of the value of peer support in changing people’s behaviour in the context of some health-related issues.
Of particular significance for the purposes of this review is the contribution of peer to peer support in helping people to make choices about how best to meet their support needs.  Such support would appear to be an essential element in giving people opportunities to control their own lives and, moreover, where such support does not exist this has had a negative impact on the implementation of self-directed support.  
Peer support may be created by informal groups of individuals, or it may be more formally created as a service by organisations or professionals.  The common feature, however, is that peer support is about people with a particular experience or background advising and supporting others in a similar situation.  While this support often happens in informal ways, there is also clear evidence of the value of a more formal delivery of peer support as a service, whether this is provided by volunteers or paid workers.  
It is important that those involved in providing peer support understand their role and are careful not to overstep the boundaries from offering support to being an instructor or creating a relationship of dependency. Most peer support services offer training to their staff or volunteers.  Such training is largely developed within organisations to suit their own particular requirements.  Although this training probably contains common themes and has common elements built into it, the opportunities to share information and learning between groups is limited because peer support is poorly resourced. In most circumstances, although not all, training for peer supporters remains under-developed.  For similar reasons, there has been no significant work done on standards or quality assurance of peer support provision.
Peer support services are often working with inadequate resources, and sometimes have no additional funding at all. All of the good practice examples examined for this review report that they could do more if resources were more generous.  In a social care context, it is somewhat surprising that there are limited resources available for peer support, in spite of the considerable evidence of the importance of peer support to the take up of direct payments.  There is much emphasis – across health and social care services - on the need to reach out to ‘hard to reach groups’, and peer support has been found to be an effective method of doing this.  Yet the funding available for peer support in these contexts also remains ad hoc and inadequate and there is little evidence of a strategic approach. 
Overall the review reveals that peer support is a wide ranging activity and can play a significant role in improving outcomes for individuals and fulfilling social policy goals.  Peer support is potentially a crucial element in transforming the delivery and outcomes of social care.  However, more needs to be done to put peer support on the transformation agenda so that the benefits of people supporting each other can be fully realised.

Recommendations

The following recommendations aim to ensure that, drawing on previous research and current good practice, peer to peer support plays its part in the transformation of adult social care, and particularly in the promotion of self-directed support.   
1. The Department of Health should develop a national strategy  on the role of peer support in the transformation of social care and personalisation.  This Strategy should be co-produced with service users and representatives of peer support providers.  It should consider: -
· Good practice in peer support
· Level of resources needed to facilitate peer support
· Methods of funding that will ensure peer support is available to all those who would benefit including self funders 
· Implications for commissioning
· National standards on training, monitoring and evaluation.
2. The Department of Health should, together with service users and representatives of peer support providers, publish good practice guidance on commissioning local peer support services. 

3.  Peer support should be included when carrying out community care and other assessments of needs and the Department of Health should, together with ADASS and the Care Quality Commission, consider how to encourage this practice.
4. The Department of Health, in delivering the Personalisation Programme, should use the Local Improvement Networks to promote knowledge of the benefits of peer support and to disseminate good practice.

5.  The Department of Health, in implementing Putting People First, should work with its partners (LGA, ADASS, IDeA) and with national and local disability organisations, to develop and disseminate good practice in peer support.  
6. The Department of Health, and Department for Work and Pensions should recognise the value of peer support in enhancing self esteem, increasing opportunities to engage as equal citizens, and as a stepping stone to work.  Future policy initiatives concerned with promoting health and social care outcomes, and increasing employment opportunities, should consider the role of peer support in delivering policy aims.
7.  The Department of Health and the Office for Disability Issues should consider how best to build on the DH User-Led Organisations Project and the ODI’s Support, Advocacy and Brokerage Demonstration Project in order to further promote peer support. 
8.  The Office for Disability Issues should consider the role of peer support in the implementation of the Right to Control, and in particular ensure that (where needed) peer support is available to those participating in the Right to Control trailblazers (see Department for Work and Pensions, 2008, pp.58-66). 
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Appendix 1
Peer support: Search terms

A. Primary search term:  “peer support” OR “peer advice” OR “peer advocacy”.

B. Secondary search terms:

B.1 Material relating peer support and self-directed support/personalisation

Primary search term + self-directed+disab

Primary search term+personalisation+disab

B.2 Material relating to disabled people and peer support

Primary search term+Disab*

Primary search term+Mental health

Primary search term+Mental illness

Primary search term+Psych*

Primary search term+Deaf 

Primary search term+Visual impairment

Primary search term+Older people

Primary search term+Old people

Primary search term+Elderly

Primary search term+Learning disab*

Primary search term+Learning diff*

Primary search term+Autis*

B.3 Material relating to other groups 

Primary search term+Black

Primary search term+Minority ethnic

Primary search term+Young people

Primary search term+Youth

Primary search term+Carers

B.4 Material relating generally to peer support and self-directed support/personalisation

Primary search term+self-directed+social care

Primary search term+personalisation+social care

Inclusion criteria

Written in English

Published since 2000 (for grey literature)

Published since 1995 (for published literature)

For published literature, reports of quantitative or qualitative research (but not commentary articles).

Recording of publications identified

Author

Title

Date of Publication

Publisher/Journal details

Type (research, evaluation, policy/practice material)

Key Findings

Methodology 

Relevance for policy and/or practice

Appendix 2
Membership of Peer Support Review Expert Panel
Carl Ford



Spinal Injuries Association

John Fielding


Interdependent Living (formerly 






Lancashire Peer Support Service)

Jenny Amner


Older People Advocacy Alliance

Fran Branfield


Shaping Our Lives

Kath Fulton


Paradigm

Mandy Hooper


Commission for Social Care 

Inspection

THE NATIONAL CENTRE FOR INDEPENDENT LIVING
The National Centre for Independent Living (NCIL) supports local authorities and disabled people’s organisations to implement direct payments and individual budgets and to promote the ethos of personal assistance as part of independent living.

We also work to develop centres for independent living that will enable disabled people to have choice and control over how their support needs are met.

NCIL is based in London and works across England.  We have close links with organisations based in Scotland, Wales and Northern Ireland.
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