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1. Key Points  

 

• There is a dearth of formal literature and evaluation of alcohol related user involvement 

projects. 

 

• User Involvement has gradually developed more formally over the last ten years within the 

wider generic health arenas especially rights based mental health user involvement and 

advocacy.  

 

• The definitions of user involvement are mixed and can range from the involvement of users in 

merely consultation to the management design and delivery of services.  

 

• Service user involvement can be loosely defined as the involvement or participation, on 

various levels, by the people who access and use the services, in the design, planning, 

development and delivery of the services they receive (Small & Rhodes 2000). 

 

• The philosophy of ‘user- involvement’ can differ depending on the philosophies and objectives 

of a given service.  

 

• The concept of user involvement may be one of simplicity but once explored shows the 

complexity of implementation and meaningful engagement. 

 

• A recent report by SACM (2008) feels that lessons can be learnt from the recovery movement 

in other fields to refresh the strategy towards working with substance users.  

 

• There are a range of elements that user involvement can cover, however they often can be 

seen as management centred approaches versus user centred, with users being either 

advocates or activists.  

 

• User involvement can be seen as vital in the process of development of services, but also in 

the building of confidence and skills within the user group. 
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• One of the biggest challenges facing Services is their ability to move beyond very simple 

consultation.  

 

• The user involvement consultation itself should not be the final outcome of the involvement.  

 

• More progress needs to be made on the best routes of involvement, what the right levels of 

resourcing and staffing are for groups, and what exactly are the less positive outcomes of user 

involvement.  

 

• Within the Scottish substance misuse field user involvement involving full decision making 

processes is at the very beginning of a long term journey. 

 

• Without a degree of empowerment it is unlikely that service users will have the capacity to 

become involved, and without their involvement being a meaningful experience it is unlikely 

that service users will feel empowered (SPIU 2006). 

 

• Simpson and House (2003) argue that the key challenge is engaging with individuals who may 

have a very limited concept of what generally being involved or inputting into a process means. 

 

• In the development of user involvement across any service key questions have to be asked at 

the outset. Fundamentally what is it for? 

 

• User involvement has to progress from moaning about what doesn’t work, to actually 

advancing and measuring objectives. 

 

• The key challenge is how real inclusion of users is achieved within a broad range of activities 

and services across both drug and alcohol providers.  
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2. Review Methodology 

2.1 The Focus of the Review 

A literature search was commissioned by Alcohol Focus Scotland and NHS Health Scotland to 

examine the available academic English language literature evaluating alcohol- user involvement 

projects, with a view to suggesting good practice methodology for future policy development.  

 

Right from the first stages of the review it was clear that there was a dearth in the literature 

available specifically focusing on alcohol- user involvement projects. Therefore the search criteria 

for the review was widened to include any relevant data on user involvement projects per se 

across the substance misuse arena as well as mental health service provision. 

 

English language articles were analysed and collected through the Bath Information and Data 

Services (BIDS) and Athens academic services as well as the databases listed in the appendix 

(see Appendix A). In general material from the periods 1990 to late 2007/early 2008 was collected, 

both from the UK and internationally (on exceptional occasions literature is quoted from pre 1990 

sources). 

 

2.2 Questions considered 

The main questions relating to the area of user involvement contained within this literature review 

were: 

• What is meant by ‘user involvement’? 

• What level of involvement is there (e.g., Scotland, and the rest of UK)? 

• Why do they exist – what is the reasoning behind the introduction of such resources? 

• In what forms do they exist and are they known by anything else? 

• How are they managed? 

• What are the criteria for admission (i.e. when/at what stage would people get involved)? 

• Level of good practise and guidelines available? 

• Is there any evidence of their effectiveness and impact, against what criteria? 

• Have any evaluations been carried out and what did these evaluations find? 

• What should be taken into account when introducing such a service (i.e. considerations 

such as impact on other service users)? 
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The data resources have been searched to gather the following:  

• Published papers in peer reviewed academic journals 

• Published Government papers  

• Previous literature reviews and meta- analyses  

• News articles 

• Any available reports, reviews and outcome studies from services 

• Also, material in more unconventional forms (‘grey literature’)  

 

2.3 Search criteria  

The terms in table 1 outline the main words used in various combinations when searching the 

databases. Single word and Boolean searches (words separated by the operators ‘OR’, ‘AND’ and 

‘NOT,’ e.g. Albany University Library, 2004) were used when the exact phrase searches yielded 

too many, too few or irrelevant results.  

 

Early on in the searches it was discovered that different databases operate using different 

taxonomies, this slowed the search as at times the word searches would not produce any results. 

To ensure that this was due to the lack of research rather than the combination of words used, 

searches would be modified to extract information from the databases.  

 

When the above terms produced a high amount of information, other words were gradually 

introduced to the search criteria until the titles or abstracts or articles became more relevant to the 

review. These words were used to ensure additional information was not missed, but were not 

included in all searches as some searches gave a sufficiently small number of results to be 

examined in full without being further limited by these additional terms. 

 

Table 1:   Words used in searches 

Involvement Substance 

misuse 

Drugs Alcohol  Mental health Patient  Service 

user 

Participation Consultation User Consumer Empowerment Advocacy Client 
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3. Background to User Involvement 

 

3.1 Historical Context 
For over 30 years Service User Involvement has existed as a concept. It is not new, initially being 

developed through the growth of movements such as disability rights, as well as the mental health 

advocacy movement (Truman & Raine (2002) and Scottish Poverty Information Unit SPIU (2006)). 

These in turn impacted upon patient involvement in health service planning and development and 

this has gradually been extended right across the public services (Taylor et al 2004).  

 

This development, within the backdrop of consumerism in the delivery of social and welfare 

services (Hudson 1990, Bertram 2002), led to a growing focus on encouraging public participation 

in services. From the 1980s a number of self help groups and user movements emerged 

illustrating that users were beginning to grasp their needs and exercise their right to influence the 

type and quality of service offered especially in mental health services (Bertram 2002). This also 

led the NHS in the UK to develop a range of involvement policies geared towards allowing service 

users to have significant input into the development of health services (Taylor et al 2004, DoH 

2001, 2004).  

 

The rise of the user as a consumer has placed an emphasis upon active citizenship and 

democracy in the planning and delivery of local services (Beresford 2000; Fleisher & Zames 

2001). The health and social care sectors are where the majority of developments around user 

involvement have occurred since the early part of the 1980s (Bennett & Roberts 2004; Beresford 

2001; DoH 2001; 2004; Nancarrow &Johns 2004). Indeed User Involvement is integral to the 

‘recovery model’ of mental health care (DoH 2001) that respects diversity, challenges inequality 

and focuses on users strengths (DoH 2004). The World Health Organisation (WHO) has 

highlighted the need to involve service users in the development and deliveries of health care of 

such services are to improve and remain patient- centred (Small & Rhodes 2000). Over the last 

three decades, therefore, a key thread of public health policy at national and local level (Prior 

2003) has been the involvement of service users as experts in helping to develop a service that is 

able to respond to the needs of local communities and user groups (Farrell 2004). 
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3.2 A Brief Scottish Policy Context 

From a Scottish policy perspective a key formal aspect of user / public involvement has come from 

within the health service. The Public Focus Public Involvement agenda was developed in line with 

the broad themes outlined in Patient Focus Public Involvement (Scottish Executive Health 

Department (SEHD) 2001). These aspects built on the aims and key focus of Our National Health: 

A Plan for Action, a Plan for Change (SEHD 2000), which was developed in conjunction with 

Partnership for Care (SEHD 2003).  

 

Both of these health White Papers emphasised a culture change in the way that NHSScotland 

interacted with the people it engaged with and in the way that services were delivered to improve 

health. More recently, in ‘Delivering for Health’ (SEHD 2005), these themes were re-affirmed that 

commitment: 

 

The special health board in Scotland NHS QIS has now put in place the PFPI Framework 2006 – 

2009 which aims to give patients an influential voice. As part of  this all NHS Boards are asked to 

demonstrate how they are working to achieve year-on-year improvements by involving the public 

in service delivery and in individual decisions about their personal health care. 

 

In 2001 the Scottish Executive published Fair for All to address problems of access to and use of 

NHSScotland services for people from black and minority ethnic communities. Partnership for 

Care further committed the SEHD and NHSScotland to extending the principles set out in Fair for 

All across the NHS to ensure that ‘our health services recognise and respond sensitively to the 

individual needs, background and circumstances of people’s lives’. The National Health Service 

Reform (Scotland) Act 2004 turned this into specific duties to promote public involvement and 

equal opportunities. 

 

In addition to the requirements set out in the NHS Reform (Scotland) Act 2004, there is other 

legislation which must be adhered to. Equality and Diversity Impact Assessment (EQIA) (SEHD 

HDL (2005)9) is an approach for systematically checking that policies and functions used by NHS 

Boards to design and deliver services, do not adversely affect any community of people. EQIA 

covers six key strands of equality and diversity, these are: age, disability, gender, race/ethnicity, 

religious faith/beliefs and sexual orientation or any combination thereof. All had legislative backing 

to some degree, by the end of 2006.  
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3.3 Approaches to Recovery in Mental Health – Scotland 

Within the mental health arena in Scotland again like the rest of the UK user involvement and the 

advocacy of individuals has been driven through both legislation and rights based groups 

demanding action. Organisations such as the Scottish Association of Mental Health, Advocacy in 

Scotland, Vox Scotland and the Highlands User Group have pushed user led organisations and 

input both at a national and local area level.  

 

This has been especially seen in the area of recovery, as can be seen in the Scottish 

Government’s National Programme for Improving Mental Health and Well-being. The Scottish 

Recovery Network (SRN) is also working on lessons directly coming from people’s lived 

experience and the policy affected by this.  

 

New Scottish research on the recovery experience suggests that ‘re-finding and redefining a sense 

of identity and self-confidence that has potentially been eroded by institutionalisation or ill health 

was often the first step on a recovery journey’ and user involvement is placed at the heart of this 

support process.   

 

3.4 Recent Developments Within the Substance Misuse Arena 

From the Quality Standards for Substance Misuse Services (2006) there is a clear understanding 

of the importance of user involvement: 

 

Standard Statement 11 
Your views will be sought in order to constantly monitor the type, delivery and 
development of services. 
• If you want to join a group with others using services then you will be given support and training 

to do so. 

 

To demonstrate compliance with the Quality Standards, service providers and commissioners 

must demonstrate that any service provided meets the needs of the intended target group. This is 
further clarified in the recently published Service User Involvement Manual which defines 
user involvement as ‘The active participation of people who, because they have used 
services, can bring their knowledge and experience to contribute to the design, planning, 
delivery and evaluation of services at a local, regional and national level’. 
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In the Scottish substance misuse field there have been genuine attempts to incorporate service 

user participation and involvement in service design and in giving feedback on policy initiatives. 

This has only provided isolated pockets of success. A recent report by SACM (2008) feels that 

lessons can be learnt from the recovery movement in other fields to refresh the strategy towards 

working with substance users. Adopting an approach which emphasises the strengths and abilities 

of people with substance use problems, while harnessing and learning from their lived experience, 

could go a long way to challenging expectations and promoting better outcomes. 

 

3.5 Theories Underpinning Service User Involvement 
There are a number of theories underpinning service user involvement. As previously mentioned 

historically service user involvement has recently seen users as consumers (Prior 2003). The 

approach of New Labour to service user involvement, while continuing to focus on the right of 

choice in services, has encouraged notions of citizenship and related notions of rights and 

responsibilities with service provision (SPIU 2006 Taylor et al 2004). Alongside the consumerist 

approach, the rights based approach emphasises the right to be involved in shaping the services 

received; the right not to be involved, and the right to expect their contribution to be valued and 

used constructively (Philips 2004). 

 

Scott (2005) suggests that service users can also be viewed from a number of perspectives: 

- As citizens with rights  

- As consumers with choices 

- As co-producers of services with direct impact upon patterns of service development 

and delivery, mobilising the expertise and productivity of service users. 

 

In effect the third perspective above represents a democratisation of service by narrowing the gap 

between providers as ‘experts’ and users as ‘non-experts’. 

 

In services providing support to disadvantaged groups in particular, the relationship between the 

service and its users the role of service users as citizens rather than as consumers of services has 

until recently been relatively neglected, Hope et al (2003) in a report for Communities Scotland 

suggests that this has been particularly the case in the public services. This could be seen as 
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similar within the substance misuse field where the nature of the relationship between users and 

services is reliant upon trust. Service users therefore tend to be viewed as individuals with rights, 

rather than as consumers in their own right. Dignam (2005) discusses the tension that exists 

between approaches which are underpinned by social justice principles and market led 

approaches to service provision, which in turn have an impact upon the types and quality of 

participation that occur in local areas in relation to service planning and development. 

Southwell (2006) sees drug service user involvement as crossing 2 distinct models: 

- a community risk reduction model which has seen the involvement of individuals on a 

formal basis to reduce risk in the community (harm reduction re HIV/Aids). 

- the consumerist model developed as part of users consumption of methadone and 

addressing access, assessment, induction, advocacy and self help.  

 

The philosophy of ‘user- involvement’ can differ depending on the philosophies and objectives of a 

given service. Alcoholics and Narcotic’s Anonymous (AA/ NA) have long employed a method of 

‘user- involvement’ in the very design of the service they offer – a ‘self- help’ philosophy of user 

involvement. This method of participation is not necessarily the same type as reviewed here, 

where user- involvement could be seen as a model of people with differing experiences of services 

and how these people can be combined to help inform future planning and policy decisions.  
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4. Defining User Involvement 

 

4.1 A mixed definition 
Within the health and social care literature, concern has been expressed that the term ‘user 

involvement’ is often applied loosely and imprecisely (Croft and Beresford, 1990; Small and 

Rhodes, 2000). Thus, ‘user’ is used interchangeably with ‘patient’, ‘client’, ‘consumer’ and 

‘customer’, although these four categories are not identical. For example, ‘patient’ suggests illness 

and vulnerability, whereas ‘customer’ indicates someone with market power.  The boundaries 

between current, future and ex-service users are unclear and differences between subcategories 

of user (such as carers and care managers) are sometimes overlooked (SPIU 2006).  Users 

include both lone individuals and more powerful groups of individuals uniting together.  

Furthermore, Hutchinson et al, (1995) believes that some individuals may not want to be defined 

as a user and it has been argued that the definition should not be imposed on anyone.  

‘Involvement’ is employed similarly vaguely to encompass choice, collaboration, consultation, 

control, empowerment, engagement, information, participation and partnership, etc. 

 

These various related concepts are sometimes portrayed as a continuum or hierarchy, with each 

representing a different level of involvement (SPIU 2006, Fischer et al 2007). For example, 

Poulton (1999) utilised a pyramid that depicted information as the lowest level of involvement and 

participation as the highest. The classic model was developed by Arnstein (1969), via a ladder that 

illustrated the different forms of participation. The two bottom rungs of the participation ladder 

(manipulation and therapy) were essentially forms of non-participation; the next three rungs 

(informing, consultation and placation) were little more than tokenism; and only the top three rungs 

(partnership, delegated power and citizen control) indicated genuine citizen power. 

 

A number of definitions of the term service user involvement have been put forward. Poulton et al 

see it as ‘tending to refer to the consultation of service- users and/ or the public on a given policy 

or service; it may range from simple information giving to consultation’ (Poulton, 1999). The term 

can also extend to include a broad range of relationships between those providing care services, 

and those receiving them. According to Phillips (2004:2) service user involvement is: ‘the 

involvement of service users in the management, design and delivery of services’. 
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However, Beresford goes on to highlight the problematic nature of the term service user for a 

number of reasons including: it presents people as if their main and perhaps sole identity is 

through their consumption of public services (services which they may dislike and reject). It 

ignores the fact that many ‘service users’ have no say in whether or not they receive services. 

They are involuntary service users; they are compelled to use services (Beresford 2005 & 2007).  

 

Service user involvement can therefore be loosely defined as the involvement or participation, on 

various levels, by the people who access and use the services, in the design, planning, 

development and delivery of the services they receive (Small & Rhodes 2000). 
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5. The Type and Level of User Involvement 

 

The level of involvement of users in the development of public services varies by service, with 

some services involving users as a token gesture through to services which are delivered as a 

result of partnership between users and providers (Nancarrow & Johns 2004). One particular 

difficulty with attempting to define service user involvement is the apparent simplicity of the 

concept which, once explored, conceals the complexity of implementing effective and meaningful 

service user involvement.  

 

Richardson (2005) believes that user involvement encompasses a number of degrees of 

engagement from sharing information between service user and service through to service 

delivery by service users. Truman & Raine (2002:139) suggest that service user involvement 

centres around certain activities such as:  

- Campaigning at national and local levels 

- Planning, organising and managing of services 

- Organising individual care, for example, in needs assessment procedures and the 

development of care plans. 

 

London Drug & Alcohol Network (2005) sees Service User Involvement as a split between 

passive/active involvement. Robson et al (2003) argues that a distinction must be drawn between 

service user involvement that focuses on management centred approaches, and that which is user 

centred. In the former the agenda is set by service purchasers and practitioners and control held 

within the organisation. The latter leans towards the objective being set and driven forward by 

users of the services. These two types of service user involvement highlight the main difficulty in 

defining service user involvement as a concept as they are not mutually exclusive. 

 

Furthermore Robson et al (2003) argue that services tend to draw upon three different models of 

service user involvement: 

- Identifying service users as stakeholders with an investment in the service 

- Creating opportunities for communication between service users and service providers  
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- Putting in place structures that support service users to make use of the opportunities 

to communicate with providers about the services they are receiving. 

 

The SPIU (2006) note that the main difficulty with the definitions of user involvement is that they 

largely encompass an uncritical view of the concept of the service user. An underlying feature of 

the literature sees the concept of user involvement as heavily dependent upon the capacity and 

confidence of the users to be involved in service planning and development. Without a degree of 

empowerment it is unlikely that service users will have the capacity to become involved, and 

without their involvement being a meaningful experience it is unlikely that service users will feel 

empowered (SPIU 2006).  

 

Within the substance misuse field there is not a broad academic literature focusing on the types or 

activities of user involvement. The majority of documents focusing on types have come in the 

shape and form of agency strategies and policy documents or the grey literature. For example the 

Torbay DAAT (2006) indicates the range of options in its strategy as: 

 

- service user and carer groups 

- peer based advocacy  

- campaigning 

- self help / peer support 

- provider based forums 

 

Tasks that users can get involved in are stated as: 

- customer satisfaction surveys 

- service reviews 

- research projects 

- peer led programmes 

- membership of DAAT and sub groups 

- national forum involvement  

- local policy forums involvement 

- commissioning of services 

- participation in training  

- membership of Patient Public Involvement or Public Focus Public Involvement  

 



MP Consultancy   
 

User Involvement – A Literature Review 
August 2008 Page 18 of 52  
   
    

 
 

The Scottish Executive/Government (2007) also mentions within its guidance document on user 

involvement aspects that formal user involvement can get engaged in such as: 

- focus groups 

- user surveys 

- consultation exercises 

- contribution to Action Team Plans 

- peer mentoring 

- role profiling and appraisal for staff 

- newsletters 

- tendering 

- inspection and audit 

 

Greater London Alcohol Drug Alliance (GLADA) (2005) in its work found that it is vital to use an 

approach appropriate to the type of user involved. They called them either advocates – concerned 

with improving local service delivery, and activists - concerned with the broader position of users in 

society and their human rights. Each has distinct and separate motivations and expectations.  

 

However, there is not a body of literature that has specifically looked at whether or not any of 

those different elements of user involvement are better than others.  

 

In 2002 the Networking Distant Neighbourhoods (NDN) National Service User’s Forum was set up 

by Alcohol Concern to assist services and their users to develop ways of working, and consulting, 

together. The scope of the group encompasses the concept of ‘self- help and recovery’ within 

personal development and advocacy within policy and planning forums. In the United States User- 

Involvement has developed further, with most literature indicating User- Involvement now includes 

‘consumer run- services’ from drop- in centres, to mental health programmes and psychiatric 

rehabilitation (Mowbray, Robinson and Holter, 2002). This type of User- Involvement has become 

more about self- help philosophies than future policy and planning developments.  

 

In a study of 18 mental health trusts and 74 user groups in Greater London, Crawford et al (2003) 

found a variety of methods employed to promote user involvement including the involvement of 

service- users in: assessing the quality of services provided by the trusts, staff appointments, and 

staff training. Management and staff attitudes towards, and their relationships with, user groups 

were a key finding of the study challenging the effectiveness of user involvement without positive 

relationships. Representation of service users in general was a concern, in particular, black and 
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minority ethnic service users were felt to be lacking. User groups also stated staff resistance and 

lack of training for staff were major obstacles to effective user involvement.   

 

Truman and Raine (2002) felt it should enable and support users to recognise their existing skills, 

and to develop new ones, at a pace that suits their particular circumstances and personal 

resources. One key part of Truman and Raine’s evaluation (2002) of a community- based gym for 

people with mental health problems was that the group were not only offered a therapeutic outlet 

with which to ‘join–in’ but also had the opportunity to gain vocational qualifications in fitness 

training. A positive aspect to the group was that user involvement could potentially take place at 

various levels within the gym, and at a variety of different levels and commitment. 

 

A number of articles found had descriptive accounts of advocacy groups which were set up by 

people who wanted to directly respond to local authority legislation, in the main these tended to be 

mental health groups e.g. Advocacy in Scotland. The difference between these groups and other 

research coined ‘user- involvement’ appears to be the make- up and function of the group. 

Advocacy groups appear, from the research (please note, an extensive literature search on 

advocacy was not performed) to be more open larger groups rather than specific user- 

involvement groups. The smaller more specific groups are usually put together with the aim of 

completing a piece of defined work or attending policy and planning meetings. 

 

The process of employing ‘user- involvement’ is also a fluid one, where partially due to a lack in 

evidence, there is not one preferred method of involving people in their own care – user 

involvement can take the form of a questionnaire distributed to the general public, or just to a 

specific population of people; it may involve a forum or a group being set up to air their views and 

to take these views to a wider forum; it may involve a structured group developed to complete a 

specific research or training task; it also may be a group who have finished their treatment/ care/ 

involvement with services, or a group who are just beginning to start a form of treatment/ care. The 

impact of being involved in such a group has been little explored by the literature and few 

measures have been taken to measure the benefits it has to an individual. If importance is to be 

placed on involving people in their own care then surely the next logical step is to monitor whether 

or not being involved in a user- involvement group has any benefits. 

 

User involvement in research has become an increasing route for services to start user 

involvement processes. Beresford (2007) sees in the UK increasing pressure on service user 

involvement in research and evaluation with leading funding bodies such as the Joseph Rowntree 
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foundation and the Big Lottery fund offering support. Yet, he also notes the tension between this 

pressure to involve and the often hesitant academic view that user involvement and perceptions 

can be unreliable and non-representative (Beresford 2007, McCall 2005)  

 

The Scottish Executive (2002) advocates the involvement of service- users in ‘all stages of the 

research process’ so that they become active participants rather than research ‘subjects’. The 

assumption is that services will become more responsive to user-need and effective in their 

deliverables.   

 

Despite the apparent lack of research into the actual impact that user-involvement research has, 

Hubbard et al (2004) suggests that ‘user-views research whereby researchers seek the opinions of 

users is well established and the principles of participatory research whereby users are engaged in 

the design and execution of a study are increasingly accepted’. 
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6. The Benefits of Involving Service Users 

 

6.1 Why Involve Service Users 
The literature within the substance misuse and mental health arena highlights a number of 

reasons why services should involve users in their project planning and development. To an extent 

there is now an interest in the knowledge that service users have developed as a result of their 

experience of services and many organisations now have systems and procedures in place to 

capture knowledge held by service users and introduce it to the policymaking process. There is an 

acceptance that the knowledge developed by service users is unique in that it is gained from being 

at the receiving rather than the delivery end of services and policies (Beresford 2000). 

 

Bryant (2001) suggests that service users have first hand experience of the positives and 

negatives in the service they receive. As such they are best to provide opinions about what could 

be changed to improve the service. Nancarrow & Johns (2004) state the reasons for involving 

service users are underpinned by a number of factors such as: 

- Improving service effectiveness 

- Enhancing public perception of quality of service 

- Monitoring quality of service 

- Increasing democratic accountability for service users 

- Empowering service users 

- Increasing the right and dignity of service users 

- Ensuring that services reflect the needs and wants of their users  

 

Evans (2004) states that in order to effect change and help service users feel involved, the 

expectations of service users need to be investigated and their perceptions of how they can 

influence changes need to be explored. Similarly, Carr (2004) concluded that service users quickly 

lost interest in being involved in service planning and development where they could see no 

outcomes based on their input. This is especially concerning when Evans (2004) found that the 

main reason given by service users for becoming involved in service planning and development 

was to influence change in the operation of the service.  
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According to Speirs et al (2005) it is crucial to involve service users in the development of services 

from the outset. Their involvement may improve recruitment of users to the service as the targeting 

of services will be based on the evidence provided through involving current and past users of 

similar services in the design of the service. Involvement of users in planning and developing 

services can: 

- Deepen knowledge about the needs of people who use particular services 

- Give providers a better insight into the issues faced by users 

- Provide a basis for integrated working between services through increasing 

understanding of the inter-related nature of issues within the lives of the individuals 

using their services. 

These can, in turn, lead to the development of a more joined up approach to service provision and 

more innovative ways of working together for services to improve service provision (Richardson 

2005). However, a shift in organisational culture is required to facilitate the development of real 

partnership working where service user experience benefits both the organisation and the service 

users (London Drug & Alcohol Network 2005).  

 

A number of benefits, both to services and to service users, of service user involvement in service 

planning and delivery, have been cited by Foster et al (2005:10) including for service users:  

- Acquiring new skills  

- Raising self esteem and self efficacy  

- Increasing service ‘ownership’ 

- improving ‘ social reintegration and employability’ goals’ 

and for service providers: 

- Communicating a service user orientation to staff and service users 

- Developing more efficient services  

- Recruiting the right people  

- Adapting the services to better meet their needs 

- Complementing the services  

Benefits from user  involvement in health care education have been found to include reduced use 

of ‘professional jargon’ and greater empathy with a users experience (Wood and Wilson – Barnett 
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1999), positive changes in attitudes, and more holistic patient focused approaches (Barnes et al 

2000, Livingston and Cooper 2004). 

 

The National Consumers Council believe that service user involvement is increasingly being 

included in the policy process e.g. involved in DEFRA, OFTEL Cabinet Office, and Food 

Standards Agency, it continues, in most cases, to be added to the process rather than being an 

integral part of mainstream policy making i.e. purely consultation work rather than real public policy 

involvement (National Consumers Council 2002). Where service user involvement has been 

mainstreamed, the approaches are heavily influenced by consumerist views of service user 

involvement rather than based upon the rights of service users to be involved in the planning and 

development of services they receive. According to Evans (2004) this weakens the potential for 

developing a user involvement strategy which both takes account of the rights of users to be 

involved and the needs of professionals to drive service provision forward in a direction that meets 

the needs of all concerned, including those of the current government.  

 

Barnes & Prior (1995) argue that focusing on choice brings limited benefits and can dis empower 

people whereas user empowerment is more likely to be achieved through utilising the experiences 

and opinions of users, giving them a collective say in policy making. According to Richardson 

(2005) there is insufficient knowledge about the benefits and costs of service user involvement in 

financial and organisational terms. Richardson suggests that the financial costs (though not 

directly stated) can be comparatively small i.e. building on existing networks and utilising venues 

but often appear to outweigh any financial benefits i.e. cost of staff input and training versus drop 

out rates of users.  The other issue is that benefits may be long term and therefore slow to appear 

and in addition, direct benefits may not be financial but may generate a range of positive outcomes 

for service users. 

 

However the Alcohol Concern NDN National Service Users Forum gives seven reasons for service 

providers to develop user- involvement as: using the best resource; help with funding; service- 

user range of skills; quality in drug and alcohol services; less ‘them and us’; role model for future 

users; and finally the National Care Standards Commission. Therefore, with this in mind the 

positives of involving users properly in such forums should outweigh the negatives, or the extra 

work.
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7. Challenges and Barriers to User Involvement 

 

Certainly the area of user involvement can point to a number of challenges and barriers that have 

to be addressed for it to move forward. The existing literature within the substance misuse field 

has pointed to reasons why user involvement can be difficult to achieve (SDF, 1996; Rose et al., 

2002; Hodge 2005, Scottish Executive 2007). Definitions and understanding if not clear can lead to 

confusion about what it is and how target groups can get involved. It is important to understand the 

relationship that users, within especially substance misuse services, have with their keyworker and 

how that effects how they view the service overall. The concept of service and the development of 

service may not be apparent to them. Organisational barriers include entrenched policy and 

practice that fail to react to users’ views, and limited resources that restrict service providers’ 

capacity to meet users’ demands. This may increase the level of cynicism in users.  

 

Agency staff can be resistant to involving service users, professionals often have different views 

from their clients and power imbalances can result in users’ views being overruled. They may feel 

threatened or the culture of a service may not move as quickly in responding to the demands of its 

users. The level of involvement is an important balance to strike and further problems might 

include service users having unrealistic demands or being too vulnerable to participate, users’ lack 

of interest in becoming involved, users’ beliefs that professionals are the experts who know what is 

best for them and the unrepresentative nature of those who participate in user groups (HFAL 

2005).  

 

In respect of substance misuse services, it can be particularly difficult to involve individuals who 

are very chaotic and dependent, especially if they breach treatment protocols and misuse 

treatment facilities (Neale, 1998). The illegality of drugs and drug users’ related criminal activities 

can potentially undermine their claims on involvement in service provision. However, this has also 

been the case in mental health service provision and the concept of user involvement from a rights 

perspective has been more achievable rather than focusing on the user as a consumer of 

services.  

 



MP Consultancy   
 

User Involvement – A Literature Review 
August 2008 Page 25 of 52  
   
    

 
 

Moreover, there is an argument that there still remains a high level of blame culture within the drug 

treatment field so that drug users are often seen as undeserving and not consulted, despite policy 

statements to the contrary.  Indeed the Scottish Advisory Committee on Drug Misuse (2008) 

suggest that substance users often remain on the margin, at worst passive and increasingly 

involuntary recipients of treatment, with limited hope of achieving the real change in their situation 

many are seeking (Scottish Government 2008). Certainly McKeganey et al (2004) has challenged 

the ethos that users views are indeed taken on board as central of a service development in 

challenging the concepts of harm reduction and abstinence debates. He argues that most drug 

users entering treatment identify abstinence as their main treatment goal, but if users’ views were 

truly central to drug treatment decision-making processes, abstinence-based services would 

predominate. However, this is not the case since most UK service provision is focused on harm 

reduction, though again it raises a debate regarding the professional expertise and the users 

wishes matched against need.  

 

Within the mental health academic literature Crawford et al (2003) lists a number of barriers to 

involvement that were found to challenge development of the processes. These included: 

- providers concerns that users were not representative 

- legislation limiting the role of users i.e. those who come under Sections of the Mental 

Health Act 

- staff resistance  

- difficulty in obtaining and retaining users 

- lack of resource 

- lack of coherent strategy 

- staff not being trained in what user involvement requires 

- agency changes reducing levels of influence 

 

These barriers are also backed up by work from Simpson and House (2003) that also added 

communication barriers to the problems, with literacy and chaotic lifestyle being mentioned 

however one of the key obstacles that is also mentioned is the possibility of strain of role or task. 

Simpson and House (2003) argue that the key challenge is engaging with individuals who may 

have a very limited concept of what generally being involved or inputting into a process means.  
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The issue of whether or not participants should be paid for their involvement in a user- involvement 

group is not yet settled. There is juxtaposition between people believing that user- involvement 

should be treated as employment and participants paid for their involvement (Wallcraft, 2003; 

Standish, 1995) and those who express concern that people may only become involved because 

of the financial incentive. 



MP Consultancy   
 

User Involvement – A Literature Review 
August 2008 Page 27 of 52  
   
    

 
 

8. Outcomes and Impact of User Involvement 

 

It must be clearly pointed out that within this section of the review that the focus on outcomes and 

impact comes from the perspective of effectiveness or change coming from user involvement on 

service provision across an organisation either at the planning or development stage by users in a 

formal grouping or organisation. This is not the same as the impact on an individual and their 

behaviour change by being involved in their own care and service involvement on a day to day 

basis.  So for example Fischer et al (2007) recently published an extensive report for the Joseph 

Rowntree Foundation on drug user involvement in treatment decisions focusing on 4 specialist 

treatment services in England and Scotland. This involved interviewing users and service 

providers but from the perspective of involvement in individual care. Again although it was seen a 

valued concept it was not easily implemented in practise.  

 

With that in mind little is known about the impact user- involvement has on both services, and the 

individual (Hubbard et al, 2004; Crawford et al, 2002 Rose et al., 2002). Therefore, despite the 

growing popularity of service- users becoming involved in projects which allow them to not only 

have a voice with the policy and planning arenas, but to have an impact on the way these views 

are gathered, more evidence-based research must be undertaken especially within the substance 

misuse field. The main problem has been within this review that there are not a range of peer 

reviewed led articles showing on a wide basis the outcomes and impacts of user involvement.  

 

That is not to say that at an individual service basis user groups and user led initiatives have not 

been seen as successful with a number of positive outcomes. In May 2004 DoH published a 

review of 12 pieces of research into PPI (Patient and Public Involvement) which stated that overall 

outcomes were seen as positive with visible changes to improvement in health care. (DoH 2004) 

 

An evaluation of the Alcohol Focus Scotland Users Group (HFAL 2005) found that there was a 

self- reported increase in confidence and self- esteem of members of the group in the first year of 

existence, the group enjoyed the activities it was involved in and all in all, perceptions of the User- 

Involvement Project were positive. A major hurdle was the level of support and consistency of this 

support to the group, as well as concerns over the literacy of user representatives as well as 

recruitment of users/ex users in large enough numbers.  

 

It is interesting to note in this study (HFAL 2005) the slight disparity in the aims and reasons why 

individuals became involved with the group. The majority it was found that they mainly joined up 
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from a personal perspective (in the main to help with future employment and work in the alcohol 

field) whereas the overall aim of the group was complete a piece of research and contribute to 

policy and planning decisions. 

 

Other notable examples of successful outcomes and positive impacts of user led initiatives have 

been documented by the NTA (2004) across a number of projects in England and Wales. These 

include the Calderdale User Forum that has built a programme of mentoring of ex-drug users in 

partnership with Lifeline in Manchester, as well as a peer communicator’s programme with positive 

outcomes.  This included a user led research project on a needle exchange service which saw a 

significant increase in numbers utilising the service due to the changes made as a result of the 

research.  

 

The user involvement programme run by ARCH and Wirral DAAT has enabled direct involvement 

in development of area drug treatment plans and membership on DAAT sub groups and boards 

(NTA 2004). 

 

Along with these examples there are a number of both national and local forums within the UK that 

are now beginning to have effect at a policy level. These include The Alliance who have inputted 

into the NTA expert group on prescribing and run national conferences on user involvement in 

2007 (Drink and Drug News 2007). The North East Regional Alcohol Forum (NERAF) has run for 

nearly two years as a support and activist group in the North East of England. There is of course 

now the national user forum network developed by Alcohol Concern in England and Wales, as well 

as the National User Network who aim to develop a national service users charter for drug users 

(DDN 2007).  

 

Within the minimal academic literature that is available for the substance misuse fields the results 

are mixed. In a large scale study of community based drug services in Northern England Schulte 

(2007) highlighted the discrepancies regarding the desired level of involvement and priorities 

between service providers and the service users involved in formal service user activities.  

 

Positive involvement of users in the recruitment of staff for drug services was noted by Foster 

(2007). Like the HFAL study (2005) considerable time and effort was required to implement the 

user involvement and the recommendations for user involvement focus on activities being tailored 

to local circumstances and needs.  
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Neale et al (2006) was not able to identify any evidence that involvement had any negative 

impacts for either service users or service providers, but did find that user involvement in drug 

projects was a positive activity overall. He went on to conclude that there should be a drive to 

encourage services to involve their service users more in service planning and development which 

may in turn lead to more positive perceptions of services by users that in turn means they will 

remain engaged with the service on a more consistent basis (Neale et al 2006). He also found that 

user involvement had a slightly stronger association with how users felt about their progress than 

with actual concrete improvements in their behaviour and life circumstances. Moreover, it was not 

possible to conclude that involvement had caused positive treatment outcomes since those who 

did well may simply have felt more involved retrospectively (Neale et al 2006). 

 

Whilst in Canada Kerr et al (2006) focused on the Vancouver Area Network of Drug Users VANDU 

that is a drug user led organisation. This particular organisation has been at the forefront of user 

led advocacy in Canada for drug users as well as pushing for a range of harm reduction 

techniques in dealing with the care of drug users. Again this article does not note what aspects 

worked the best necessarily and focuses on the success of pushing for policy change at a national 

level rather than local change. It must also be noted that drug policy in North America is vastly 

different to the harm reduction focus in the UK.  

 

In the mental health user involvement arena there is a little more literature that has focused on 

impact and outcomes but not much more.  Simpson and House (2002) conducted a systematic 

review on user involvement in the delivery and evaluation of mental health services. They found 12 

studies that had conducted either randomised controlled or comparative studies and all suggested 

that users of mental health services could be involved as employees, trainers or researchers 

without damaging themselves. They also across the board showed benefits to those who had 

been dealt with by these users. Studies even suggested that users with a history of severe 

disorders could be involved in delivery of services. It is important to note that the best impacts 

came with consistent and regular defined support from providers. Though these studies according 

to Simpson and House involved small groups there were no methodological problems. However 

importantly the vast majority of the case studies were US based case management and no UK 

studies were noted.  

 

Crawford et al (2002) and Rutter et al (2004) both conducted reviews of work on user involvement 

in the planning and development of mental health services in London. Across both studies though 

positive influences of users were attributed to involvement, there was recognition of the difficulty in 
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gauging the level of influence. Again the aims and objectives between staff and users were 

different in relation to what was achievable through user involvement.  

 

A recent review of user controlled research (Turner and Beresford 2005) found that service 

providers felt that user involvement research was particularly helpful in addressing inequalities and 

diversity issues within the social health arena. Steel (2005) along with others has identified a range 

of ways in which marginalised groups can be more effectively included in research. These include: 

- offering time and resources for support 

- providing choice about involvement 

- structuring meetings to be inclusive 

- providing advocacy  

- reaching out proactively to marginalised groups 

- recognising language and educational issues (Steel 2005 Beresford et al 2006 Ward 

1997) 

 

Rutter et al (2004) found that crucially user involvement as perceived by staff and providers was 

focused on consultation in which the providers decided how to define user groups and what to ask, 

and when to ask, whereas users wanted real partnership with a real sense of power. They were 

frustrated at constant focus at a policy level that their views were not seen as representative. This 

is backed up by work conducted by Wallcraft who shows another common problem with outcomes 

described within the mental health literature in that participants do not feel ‘listened to’ by those in 

policy and planning positions, feeling that their views are ‘falling on deaf ears’ (Wallcraft, 2003). 

 

Ashton and Seymour (1988) argue that there is a ‘professional protectionism which works against 

sharing knowledge and de- mystifying power’ and Cook (2002) argues there is little evidence to 

show that user- led services are empowering their patients.  

 

Whilst there is a recognised need for user- participation in planning and development levels of 

policy, it is difficult to see the connection from a ‘gesture’ of a user- involvement which is evaluated 

as going no further than using ‘consumerist’ approaches by completing generic evaluations to 

using such views appropriately to help inform future policy and development of services. 

 

Hubbard et al (2004) suggests that users are often involved in defined user involvement initiatives 

via research and become disillusioned with the process because they cannot see any pro- active 

changes coming about directly from their research.  
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Understanding of what is meant by ‘user involvement’ is also crucial to the success of such a 

project. Again in a project that developed collaboration with carers of older people with mental 

health problems, an evaluation revealed that the carer’s priorities were very different from what 

practitioners had previously assumed (Connell, Kubisch, Schorr and Weiss 1995 also as in HFAL 

2005).  

 

Furthermore, there is some evidence that involving service users may be associated with negative 

effects. These include difficult relationships between staff and patients, increased user 

dissatisfaction with current services, user stress and frustration at being unable to effect positive 

changes, slowed decision-making processes, and policymakers and administrators manipulating 

user involvement to legitimise their own decisions (Gray et al, 1995; Crawford et al, 2002). 

Although Southwell (2006) notes that user groups in drug services can make very important 

contributions they can also have a serious negative input by not engaging with non-service users 

and treatment drop outs.  

 

Rose et al. (2002) also note that government demands for agencies to demonstrate user 

involvement may mean that user activities become a formal procedure to be ‘ticked off’ and that 

changes therefore often remain at the level of tokenism.   
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9. Best Practice for User- Involvement Projects 

 

As we have seen from the previous sections there is a considerable amount of literature across 

both the substance misuse, mental health and general health services focusing on user 

involvement (its definition, understanding and background), however within the substance misuse 

field especially, there is a lack of defined research on the effectiveness and outcomes of user 

involvement on either an individual or the development of services.  

 

Yet in the last five years there has been a considerable increase in the available resources within 

the substance misuse field (especially the illicit drugs arena) focusing on good practise guides. 

Services across the UK have the ability to develop user led initiatives by tapping into a 

considerable amount of information via some key agencies. Within Scotland the ADAT framework 

has often provided an area profile for the development of user involvement projects (Forth Valley 

DAAT for example) or national agencies such as Scottish Drugs forum or Alcohol Focus Scotland 

who run their own user involvement groups (SDF 1996, AFS/HFAL 2005). 

 

There are also in England and Wales a considerable range of different groups (often drug related) 

that have developed over the last ten years who again provide a number of resources on good 

practise. These include: 

 

- Oxfordshire User Team 

- Greater London Alcohol and Drug Alliance 

- The Methadone Alliance 

- Calderdale Users Forum 

- Opening Doors Experts by Experience  

 

Other DAT’s in England and Wales have also included users within aspects of there processes so 

for example Stockton DAT have incorporated a users group into the commissioning of services 

processes. Cumbria DAT have involved users of services within staff recruitment and in Wirral 

User groups are part and parcel of publicity and publication documents (NTA 2004).  

 

However two recent documents from leading national bodies do set out a number of good 

practises elements to be considered when developing user involvement programmes.  
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The NHS National Treatment Agency for Substance Misuse (NTA) for England and Wales in 2006 

set out clear guidance for local partnerships on user and carer involvement with an overall aim to 

strengthen accountability to users and carers and local communities to make sure there is 

transparency and openness in decision making procedures. It provides a framework for 

involvement that covers 3 key areas to ensure sustained involvement which is meaningful to all 

concerned both at an individual and collective level. These are: 

 

1. Information – to ensure that service users to be fully involved at both an individual and 

development level have enough correct information to be fully involved.  

2. Feedback – each local partnership must have a route for feedback by users but also 

the wider engagement of users within local forums and groups with regional level 

opportunities for involvement. The routes for those groups to feedback must be 

available and clear to offer strategic input.  

3. Influence – support to enhance the influence of users at both and individual and group 

level must be provided. This must also be connected to both the information and 

feedback processes.  

 

The NTA (2006) also focuses on the framework from a local perspective with the suggestion that 

user involvement must be built into the local annual planning cycle with strategic action plans 

having input from users and carers. The aim should be that user involvement is applied equitably 

across the local substance misuse field with a user involvement strategy for each local area having 

clear vision rationale purpose and agreed objectives.  

 

There is also a recognition that a local framework and strategy for user involvement must be 

properly resourced so that the aims and objectives are achieved, with a clear lead assigned to 

meet assigned targets. However, there is also the noted requirement that resources to develop 

staff and users need to be found along with the correct channels for training support and 

development users and user groups. (NTA 2006). 

 

Oxfordshire User Team (OUT) (2008) point out that in the commissioning of projects via service 

level agreements in England and Wales, there must be included a service user charter, user 

consultation in service reviews, and promote advocacy across the range of services. However, 

OUT notes that the reality is very different at a local level.  

 

Published in November 2007 the Scottish Executive as part of the new national quality standards 

have produced a good practise guide to service user involvement. This covers a range of elements 
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including the benefits, type, challenges, and the characteristics of different user involvement 

aspects. It draws upon the Scottish Consumer Council (2002) key principles for the effective 

involvement of all services users: 

- being clear about the purpose and expectations of involvement  

- being clear about status and authority of users and how they should liaise with wider 

networks 

- being explicit about how people are selected 

- ensuring appropriate support including funding is provided  

 

What is also mentioned across both these recent national policy documents is the requirement to 

evidence the level and nature of service user involvement. The statements in these recent policy 

documents are still, to a certain extent rhetoric, and stuck in the stages of noting what has actually 

been done, and not particularly focused on whether or not what has been put in place has been 

effective or not. It must be noted that there is a considerable difference between collecting 

evidence about what has been done (the process) matched against showing evidence of change.  

 

Southwell (2006) sees best practice in drug user involvement containing: 

- community risk reduction elements 

- identifying trends and new threats 

- evaluation and monitoring 

- professional training 

- policy level development 

- step by step interventions with relationships developing incrementally 

 

Certainly Johnstone (2005) sees organisations needing to think strategically from the outset, only 

then will solutions be developed that work for everyone.  

 

Within the mental health literature Crawford et al (2002 / 2003) recommends as best practise for 

involving users as:  

- combining a range of different methods 

- an increase in the development of an evidence base 

- clarity of the scope and aims of user involvement 

- recognition that service users need to see change if user involvement is to be 

sustained. 

- address staff and provider attitudes to user involvement early on in the life of an 

intervention. 
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In addressing some of the barriers to user involvement Simpson and House (2003) suggest that 

best practise for users should focus on: 

- addressing the representation of groups and justify this in terms of reference for the 

group 

- widen as much as possible the sources and diversity of recruitment 

- clear and achievable aims with monitoring of goals  

- mix advocacy with involvement 

- provide good support both administrative and clinical both internal and external 

- limit use of jargon  

- use professional training again both internal and external  

 

Speers (2007) in work with mental health users assessing trainee nurses stresses the need for 

choice in involvement, as well as guarding against inappropriate involvement and striking a 

balance between negative feedback and political agendas.  

 

In addressing the potential stress of the new role for users Foulds et al (1998) recommend 

continuing support which should include both group and individual supervision as well as 

opportunities for training.  

 

Wallcraft (2003) furthers this statement by suggesting that to promote a better within group 

atmosphere, informal opportunities for discussion and explanation about the purpose of official 

meetings would be useful. Using a facilitator to chair user- involvement groups may help address 

this cultural patient/ practitioner divide (Poulton, 1999). It is recognised user involvement is not 

necessarily a straightforward prospect for all users, nor is it likely to be viable in every 

organisation. To be successful it requires adaptation not only on the part of the organisation but 

also by service providers and non- involved users (Truman and Raine, 2002).  

 

For Evans (2004) the key to empowering service users within a project or organisations is to have 

commitment from senior staff who place value on the expertise that users can bring to the service. 

Where senior personnel meet with users personally, and know their service users, user 

involvement is likely to have more impact. This is echoed by Robson et al (2003a) who reiterate 

the point that, where chief executives, service managers and users have a relationship, the user 

involvement in that service is likely to have a strong direction in driving change forward. The 
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commitment of those who control services and budgets is essential to allow services to develop 

principles around service user involvement and transform the concept into actions that effect 

change (Robson et al 2003). Duffy (2004) argues that being involved in service planning and 

design of services is not crucial for the development of empowerment among service users. 

However, it could be said that empowerment of service users is a prerequisite for service user 

involvement.  
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10. Discussion 

10.1 Future Steps 
As has been indicated in the previous sections of this review user involvement within the public 

health arena has developed into a widespread process of engagement especially across PPI 

within the NHS and mental health services. To a less extent the drugs and alcohol field is 

developing its own processes with the drugs field ahead most certainly of the alcohol arena. Within 

PCT’s and DAAT’s through the NHS Social Care Act 2001 user involvement is required in the 

development and planning of services, and established as part of the policy framework within 

substance misuse services.  

 

However, the literature shows that the development of user involvement within the substance 

misuse field and especially the alcohol field has seen a haphazard and often ad hoc approach. 

Again as previously mentioned there has been great variety in how it is shaped and defined and 

therefore important issues need to be addressed within the substance misuse field.  

 

From the consumer perspective an increasingly vocal ‘user movement’ has engaged within the 

drugs field with service providers, and called for more representation at all levels of service 

planning and delivery. However, the development of user involvement may be hampered by the 

type of relationship between substance misuse services and its users – this is certainly the case 

when looking at those on methadone maintenance and their treatment providers. As Bunce (2005) 

comments how can users effectively engage with a system, when at the same time they are 

dependant on it.  

 

This is a key aspect to the future development of user involvement within the substance misuse 

field. With such a wide definition user involvement has been left to develop often without strategic 

vision. In the development of user involvement across any service key questions have to be asked 

at the outset. Fundamentally what is it for?  

 

Services are still developed in the majority of cases top down where professionals identify need 

(often not only for health but political reasons) within the target group. Foster et al (2005) calls for 

honest and open discussion to look at the real problems in delivering sustainable user involvement 

that is of quality within drug services. There is a call to ensure that at a national and local DAAT 
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level strategic planning of user involvement allows for cost effective results and an effective 

evidence base at a community level.  

 

Robson et al (2003) suggests that there is a split between consumerist approaches as in a 

consumer being asked what they think versus a rights approach that sees users as demanding 

change to a system. The challenge for user involvement is for it not to be tokenistic and the 

relationship to be two way. A consumer expects choices and change but often within the 

substance misuse field that choice politically is not available. As a rights activist the challenge is 

for user groups to be seen as a representative champion by both the organisation that they are 

trying to change but also the wider group of users.  

 

Cowden and Singh (2007) argue that the rhetoric of the value of user involvement has to change. 

With a lot of choice in substance misuse services being restricted they point out that the consumer 

model does not sit well within the public health arena especially when treatment itself is imposed. 

For example those clients of DTO’s or those under a reducing script policy. In this context Cowden 

and Singh (2007) agree that user involvement has developed into a managerial rhetoric where the 

boundaries are often set within the professional elite context and the rhetoric of empowerment and 

diversity are meaningless. Boote et al (2002) also points out that there is a danger of the ‘lay 

professional’ who moves away from the genuinely lay perspective as their motivations (as we have 

seen) are individualistic and not service focused. 

 

Munro (2005) also makes the point that user groups also in the drugs field have to decide whether 

of not they are a working group or a support group. He sees user involvement as a group or body 

that has aims and objectives and takes part in the development of services. The danger in the 

substance misuse field is that the user group develops into a support group. However others argue 

that by starting as a support group can lead to the development of truly defined user involved 

services. Prior (2008) also suggests that users can potentially stigmatise themselves by getting 

involved in services over the long term and being labelled as a professional substance misuser.  

 

Certainly the negative effects are not being dealt with within the literature and there seems to be 

an acceptance that user involvement is a uniformly good thing. The stress and role of the user is 

often not thought out clearly.  

 

However Bond (2005) wants to move user involvement on in the drugs field from moaning about 

what doesn’t work, to actually advancing and measuring objectives and that is certainly the next 

key challenge for user involvement. As this literature review has shown there are a lot of examples 
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of good practise and local change happening in user involvement across both mental health and 

substance misuse areas. However, there is very little on the outcomes and evidence of 

effectiveness regarding user involvement especially within the alcohol field. Formal academic 

literature on the effectiveness of drugs and alcohol user involvement is not apparent. There are 

significant challenges engaging with and sustaining a group of people who have been dealing with 

a significant health concern such as a drink problem or drug problem. The recent policy 

documents and limited academic guidance stress the development and good practice aspects, but 

there is a real requirement to show a formal evidence base of effectiveness. What actual change is 

occurring?  

 

There is also very little literature both in mental health and substance misuse fields regarding: 

- the best routes of involvement 

- the right level of staffing and management  

- the potential for less than positive outcomes 

 

All these points need addressing, it is easy to say that consistent support is required and a flexible 

approach (potentially at a national level), but there is little evidence to show what exactly that 

consistent supported approach should be. The outcome of user involvement should not simply be 

the user involvement itself.  

 

Within the alcohol field user involvement is developing a stronger footing, but is still lagging behind 

the drugs and mental health arenas. With the policy documents from the Scottish Government 

(2007) and Alcohol Concern in England and Wales (2007) there are a number of good practice 

routes. Indeed Shenker (2008) in a recent presentation states that user involvement should be led 

by service users working in partnership with providers and commissioners that has shared 

responsibility and shared decision making. However the biggest challenge remains in terms of 

what does that mean, and does it move beyond only listening and focused into evidenced action 

and change. The shift to managerial control in social welfare has been accompanied by a lack of 

analysis. This has meant that the relationships in user involvement become uncertain and 

confused. The challenge within the alcohol field is to change user involvement from another task to 

be ticked off to real evidenced social inclusion within an agenda of critical practice.  
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12. Appendices 

 

Appendix 1 – Database Searches 
Cochrane Library 

NHS Research and Dissemination Database 

NHS Centre for Reviews and Dissemination 

NHS Health Scotland 

Caredata 

MIMAS Web of Science 

ASSI 

BIDS 

Searchy.com 

Alcohol Concern 

Alcohol Focus Scotland 

JADAT 

Scottish Drugs Forum 

Scottish Association of Alcohol Action Teams 

Science Direct 

NHSSurveys.com 

National Treatment Agency 

Ingenta 

Blackwell- Synergy 
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Alcohol Concern (Website and Library)   http://www.alcoholconcern.org.uk 
Alcohol Information Scotland    http://www.alcoholinformation.isdscotland.org/ 
Applied Social Sciences Index and Abstracts   http://www.csa.com 
(ASSIA, through Cambridge Scientific Abstracts)  
BIDS       http://bids.ac.uk 
Biological Sciences (through CSA)   http://www.csa.com 
Biology Digest (through CSA)    http://www.csa.com 
Clean and Safe Worldwide    http://www.cleanandsafeworldwide.org 
Conf. Papers Index (through CSA)   http://www.csa.com 
Criminal Justice Abstracts 
Emerald       http://www.emeraldinsight.com 
Google       http://www.google.com 
IDOX 
Ingenta        http://www.ingenta.com 
ISI Web of Science 
Medline (Through CSA)     http://www.csa.com 
MIMAS Web of Science    http://www.wos.mimas.ac.uk 
Nat. Crim. Justice Reference Service Abstracts  http://www.csa.com 
(through CSA) 
National Institute on Alcohol Abuse & Alcoholism http://www.etoh.niaaa.nih.gov/ 
Ovid       http://gateway.uk.ovid.com 
PubMed       http//www.ncbi.nlm.nih.gov/entrez/query.fcgi 
Scottish Executive 
Social Services Abstracts (through CSA)  http://www.csa.com 
Sociological Abstracts (through CSA)    http://www.csa.com 
Swetswise 
TOXLINE (through CSA)     http://www.csa.com 
TRIP       http://www.tripdatabase.com/ 
 
 
 



   
 

     
  
    

 
 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 


