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Engaging people who use mental health services in developing those services, a process generally known as “user involvement,” has developed over the years to become part of policy (DoH 1999, 2005; NIMHE 2003). Involvement and participation initiatives are now on the agenda of most mental health trusts. That user involvement is central to changing services for the better is based on the idea that service users and survivors are experts in their own experiences and that self-organisation and self-determination are crucial in their journey to recovery. The mental health user movement has campaigned long to bring about this culture shift.

User involvement is not just about participating in policy-driven, organisational initiatives. It is also about involving oneself in peer groups, for personal support and/or political campaign. It is generally seen as enabling and there seems to be a belief in its intrinsic value. However, it is also true that some groups, like people from minority ethnic backgrounds, are not as “involved” as others in mainstream user involvement initiatives, be it policy driven, service-led initiatives, or user networks and groups. For many of us, being the only Black person in the room in these contexts is a routine experience.
While there is a general perception that people from minority ethnic backgrounds are “underrepresented” in involvement initiatives, not much effort has gone into studying this underrepresentation. Instead, it is common to hear mainstream organisations, and indeed the Department of Health, refer to marginalised communities as “hard to reach” or “hard to engage.” The term “hard to reach” has a wide reach beyond health and social care. It is used to talk about various aspects including accessing services and care, social marketing, awareness programmes, educational programmes, sales and so on. Different communities and people get defined “hard to reach” in different contexts. It is a large and complex area. This paper will be limited to the formulation and employment of the category within user involvement spaces in mental health, based on the experiences of people from different minority ethnic communities engaged in user involvement initiatives. 
The term “hard to reach” is commonly thought to have originated in the context of social marketing (Beder 1980). The premise is that there is no one who cannot be reached – it just depends on the approach. However, in the contemporary context, the usage of the term has become a shortcut way of referring to entirely disparate populations and communities who pose difficulties to conventional ways of doing things. For example, the Health and Safety Executive defines “hard to reach” as those communities or groups which are “inaccessible to most traditional and conventional methods.” And their list of identified hard to reach groups include “self-employed elderly farmers with small holdings” (an almost specific category) and “ethnic minorities” (a highly problematic generalisation).
The problem with using a term like “hard to reach” is that it assumes homogeneity within disparate groups. It is a stigmatising category. The communities that get grouped routinely under the term have been called  obstinate, disadvantaged, illiterate, information poor, chronically uninformed (Freimuth and Mettger 1990), difficult, separatist, unmotivated and regressive. In the context of participation and involvement, the onus is placed on the communities identified as “hard to reach” – they are the problem and not the ways in which involvement is defined or undertaken. Nasa Begum (2006) identified several myths surrounding marginalised communities and their participation, many of which are used to justify the “hard to reach” label – “we don’t know what they want,” “they are not interested in participating,” “we work with community leaders and the Black voluntary sector,” “the service user movement represents everybody.”
How is it that a diverse range of communities, all captured under the term Black and minority ethnic communities, all with different histories of engagement with mental health services, self-help, community development and direct experience, have been placed within this category called “hard to reach”? Some of the answers can be found in the experiences of people from these communities who have been “involved.” I will now explore some of these experiences, based on a recent consultation with service users and survivors from both BME and non-BME backgrounds.

This consultation, funded by the National Survivor User Network (NSUN) and commissioned in collaboration with Catch-a-Fiya Network, brought together users and survivors from both BME and non-BME backgrounds. The main aim was to develop recommendations for good practice in increasing the involvement of BME users and survivors in mainstream involvement initiatives. The objective was not to access representational data through a large research process but to concentrate on the lived experience of people and to learn from that. The participants brought together a wide range of experiences of being “involved,” not just of being users of mental health services, but also of setting up and running user groups, advocacy and peer support, personal and community development, research, training and policy work, political campaigning etc.

Based on the discussions, I want to explore three main issues regarding user involvement that will help us rethink the idea of “hard to reach.” These are:

· Negative experiences within user involvement that makes people disengage from these activities

· People’s views on what user involvement can or cannot achieve

· A reassessment of the mainstream definition of user involvement

Negative experiences

Several issues were pointed out as barriers to involvement. Significant among these were:

· Discriminatory experiences, including racism and coercive and punitive care in mental health services

The overall experiences of dealing with mental health services have not been a positive one for service users/survivors from Black and minority ethnic communities. The fact that some communities, for example the African-Caribbean community, have been disproportionately at the receiving end of coercive and punitive care is well documented.
 Due to the discriminatory way in which psychiatric services have treated people from some communities, many people may feel the need to leave damaging experiences behind. Within user involvement initiatives, these negative experiences are rarely discussed. They tend to assume that service users/survivors and services can start working together without addressing the discriminatory practices that continue to influence the way in which services are delivered.
 

If user involvement was about listening to service users, why was it difficult to listen to them when they were most involved – inside wards accessing treatment? The disempowerment people experience within services reinforces the scepticism that a lot of people have about the meaning and usefulness of user involvement.
“The stark reality is that for a lot of people, particularly young people from minority groups, their experience of involvement is around the harsh end of services. So they are thinking, what’s that got to do with me? How is [user involvement] going to change the way I’m going to be sectioned and carted off from my house to the ward? They don’t see the connection between me being involved in influencing policy on the one side when I’m out and how that’s going to impact on the way I’m treated when I’m in hospital or even in the community for that matter.”
· Racism within user involvement initiatives

Perhaps the single most important thing that the participants from minority ethnic backgrounds talked about is the experience of racism. People narrated stories of encountering racism in various contexts of involvement – within service-led initiatives (like trust committees), within user/peer groups, and within the mainstream mental health movement.

“People have said to me, just openly, oh well you’re here as a service user, you’re not here as a Black person, so don’t go on about race really. It’s alright for you to bring up user issues but you’re not here in that capacity. But look at my skin! I cannot take off my skin and come into this room as a service user.”
In participatory spaces within mental health trusts and mainstream voluntary sector organisations, they found themselves a minority within a minority (Black among service users). In user-led spaces, the focus was on user/survivor identities. The pressure was to separate this part of your identity from other markers like race/community. Racist attitudes in all these spaces worked to silence and intimidate those who were faced with it, until they ultimately withdrew.

Some people spoke about how, in the early days of user activism, they found it difficult to address issues of race within user groups. Part of the reason for this, they felt, was internalised racism and the fear that they would be rejected by the group which, despite all the problems, was seen as a support mechanism. As more and more service users from Black and minority ethnic communities became visible, this fear became less and there was hope for other support systems and spaces.
There was some discussion on how deep-rooted racist attitudes became apparent even within well-meaning White organisations which would otherwise think of themselves as providing an egalitarian space for all service users. An example was given where, within a generic user group, a problem developed between two Black members. The predominantly White group found it difficult to deal with the problem, and seemed to be “paralysed.” There seemed to be an inability to act when problems develop between members of different ethnic groups within a generic user group, or when a potentially racist situation arises. The user movement, it was felt, had learned to fight against the discrimination faced by people with psychiatric diagnoses, but it had not been successful in extending that learning to speak up when people were discriminated against because of their race or ethnicity. 
· The stigma of mental illness
In all cultures, being seen as having a psychiatric problem or a diagnosis is a stigma. This may manifest differently in different communities. The way our communities see mental distress has an impact on how an individual service user will associate with user involvement initiatives.

“The reality is there’s so much stigma and discrimination and mental distress is seen as a symptom of failure that one does not want to even engage with it. It is a shame, not only to oneself, but to one’s family, to one’s community. It’s very difficult, I think, to engage with communities and to kind of try and change that perception.”

For some, this is reason enough not to be involved, while for others involvement is an opportunity to change the negative perceptions of mental distress within their communities. But this complexity is not acknowledged within involvement initiatives and there is little support for those who would like to be involved.
A lot of this stigma, it was felt, was also due to how racialised stereotypes of mental distress are perpetuated. For example, there are any number of White people, often famous, whose madness is presented as a sign of genius; their achievements something to aspire for. Several government sponsored programmes have used these figures as part of their anti-discrimination campaigns. But Black people with mental health problems are still presented, in society and in the media, as “big, bad and dangerous.”
· Lack of role in setting agendas and decision making
“It’s our involvement but we’re still dancing to their tunes.”
One of the biggest barriers in participating in user involvement initiatives was the fact that service users/survivors were not part of setting the agenda. The experience, most often, was that decisions had already been made elsewhere and service users/survivors were only expected to give some feedback which may or may not be considered. It was not just mental health services that were guilty of this. Many user-led mainstream initiatives, research projects and campaigns were also guilty of this. In user-led research for example, users and survivors from minority communities are often approached only as research subjects or participants. “Inclusion” seems to be a matter of numbers (for example, x% of the respondents to the survey was from BME communities, while no one from these communities were part of designing, developing or carrying out the research). There was some acknowledgement of this among the participants from non-BME backgrounds.

“I think we’ve complained about being forced to do White user involvement on the agenda set by professionals. Well why should we now, as White survivors expect Black people to come in on our agenda, when they haven’t been part of deciding what should be on it?”
Participating in involvement initiatives with no real power was often experienced as furthering the disempowerment that service users/survivors from Black and minority ethnic communities already faced on account of their racial identity, mental distress and position in society. Some participants had made a conscious decision not to be involved in these initiatives unless there was a clear indication that the organisation was committed to changing the hierarchies and that they had influence over decision-making. The question to ask was:

“Are we part of the designing, because that’s what we’re talking about really, isn’t it, that’s the crux of the matter, are we designing a service together or are we panel beating an already existing system?”
In the context of all the above experiences, it was clear that involvement in mainstream initiatives as token members of minority communities had lost its appeal. The need now, for many people, was to work on agendas and issues that were specific to the communities and contexts they were working with. It was important to understand the purpose of involvement, how much influence a person has in the process, and how much capacity and will there is within the organisation to bring about change, before engaging in involvement activities. 
Views on what user involvement can or cannot achieve

Despite user involvement now being firmly in place in policies, service users/survivors from minority ethnic backgrounds were not convinced of its value in changing their life situations or the way in which they were treated within mental health services. With at least three decades of user involvement behind us, why is there no significant change in the way people experience mental health service delivery? This was the key question that people voiced when thinking about the achievements of user involvement. 
The biggest achievements, participants felt, were made when working within user groups set up separately from mainstream initiatives. An example of this achievement that was invoked several times was the experience of SIMBA (Share in Maudsley Black Action). While SIMBA was interested in changing services within the South London and Maudsley NHS Trust, they were also quite clear that they did not want to do it through traditional ways of committees, meetings and paperwork. Instead, they wanted to find creative ways of getting their message across, “in particular, ways that kept user/survivor interests at the forefront and didn’t leave us angry and frustrated and emotionally and physically drained” (Trivedi and SIMBA 2002, 30). By retaining control over their involvement, service users could raise issues that were important to them and come back with pride and dignity. 
While people valued the political solidarity and shared experiences among all users, the stark realities of power structures, divisions within involvement spaces, access (or lack of it) to funding and resources etc are forces that make people disengage.

Not that hard to reach – towards redefining user involvement
It is clear that there are several factors that need to change within mainstream user involvement initiatives. However, people felt that there was a more fundamental need to re-define what user involvement is. The mainstream definition of service user involvement, it was felt, excluded a lot of the work that people were doing on the ground, within their communities. The idea of “increasing involvement of hard to reach communities” seemed to propose the need to ensure more “Black bodies” on committees, beneficiary numbers and research subjects, without examining organisational cultures that viewed marginalised communities as “hard to reach.”
The message is clear – consultation is not involvement. If there has to be meaningful involvement of service users and survivors from minority communities in mainstream initiatives, there has to be structural changes in hierarchies, ways of working, assumptions, power structures within institutions, resource allocation, the location of decision making and the way people are treated within mental health systems and outside them.

How can we achieve this? Some suggestions that came out of the consultations were:
· Link mental health with broader rights based initiatives within minority ethnic communities

Mental health is only one aspect of a person’s life. Much of the racism and discrimination that people from minority ethnic communities face within services is a reflection of the structural inequalities within society. In that sense, working to change mental health services has to be linked with changing the overall situation of Black and other minority ethnic groups in this country. Political action, linking work in mental health with work in education, forensic services, citizenship rights, social inclusion etc, is the way to change.
· Rebuilding relationships and gaining trust
While some participants felt that as service users/survivors we needed to work towards “a common purpose,” there was no illusion that this common purpose would be achievable unless considerable effort went into building meaningful relationships between generic mental health initiatives and minority ethnic communities. There was a strong feeling among all participants that national organisations were often perceived as middle-class institutions. It was felt that a lot of work needed to be done before the person on the wards would identify themselves with these organisations.
The increasing tensions relating to broader socio-political issues like immigration, the so-called “war on terror,” poverty and economy have created rifts between communities. Within health and social care, the ways in which the government and the statutory sector fund user involvement have further increased distance between different communities in areas where they have had to compete for funding.
 This was experienced as a “divide and rule” policy, creating resentment amongst communities. There is a lot of ground to be covered in rebuilding these relationships.
· Support agendas and work by communities at local level

Service users from minority ethnic backgrounds have continued to do work on the ground, despite being seen as underrepresented in user initiatives. This is because the kind of work done locally has not had the recognition or support that large national initiatives have had.

If things were to change, local initiatives need to be identified and supported. The focus should be on pulling together and coordinating some of those activities. 
A clear suggestion that came up in this context was to start going into localities, looking at what is happening there, and start having clear conversations about what support was needed and how it can be generated. There were several examples of influential Black and minority ethnic projects that did significant work for a short period and then had to fold because of resource and capacity related issues. Long term solutions need to be found if this situation is to be changed.
· Decentralising resources and enabling autonomy

Generic organisations wanting to work with minority ethnic communities need to be mindful of the delicate balance between being supportive and taking over. If this is to happen there should be a certain decentralisation in how resources are allocated and controlled, transferring them where they are needed most and allowing independence of smaller organisations.
Strategies for Living (a programme by the Mental Health Foundation) was invoked as a positive model in this context. This model found resources for people with ideas and the ability to execute those ideas in doing work that they found important.

· Investing in people’s potential

As suggested earlier, what constitutes involvement need to be re-examined. If involvement is seen as getting people to sit around a table and give their opinions on a certain service or initiative, it will be difficult to sustain people’s interest, especially if there is not enough evidence to show that their opinions and suggestions have been translated into action and change. 
It was suggested that people who want to be involved need to be clear about their interests and what they would like to work on. Practically, this means identifying the varied potential that each person or group has and investing in that potential. Investing in people turns the focus away from a person’s mental health status to a person’s role in the community. This, it was felt, was a more holistic way of working to enable change on the ground, the benefit of which will be felt across the society.
· A stronger political voice encompassing difference in peer groups
The common purpose of mental health user movement cannot be shared enthusiastically across the board unless there is an acknowledgement of not just the similarities and shared experiences but also the differences and their impact on people’s daily lives. The reality of for many minority ethnic groups is that their mental health experiences cannot be separated out from their experiences of racism and exclusion in society at large. There is a need, then, to develop a stronger political voice that speaks up for the minorities within the user movement as well. 

· Evaluating user involvement

It was pointed out that, while the government produced policies and guidelines around user involvement, there is very little independent evaluation of user involvement. Where monitoring of user involvement activities does take place, the focus is on content and processes rather than outcomes. 

Evaluating user involvement initiatives was seen as an important issue for several reasons. First of all, user involvement needs to be evaluated in order to record service users’ views on the processes of involvement and the effect of their input. Useful tools for measuring this have been developed by service users themselves (Trivedi 2003), and by NIMHE (2007). 

Secondly, mapping out the processes and outcomes of participation from minority ethnic communities help highlight the problems and possibilities. It might also help to put an end to the mindless grouping of communities and people under the “hard to reach” label. It is also important to see how much change actually happens as a result of involvement. Evaluating user involvement will require services to show that changes are being made or, if not, explain why actions are not taken.
To conclude, then, there are no communities who are by definition “hard to reach.” However, as we have seen, there are practices, prejudices, belief systems and experiences that collude to create the exclusion of some communities from involvement initiatives, whether they are mental health services-led, voluntary sector-led or as part of the larger mental health movement. Unless these are examined and dismantled, many people will echo the sentiment of one participant in the consultation: “sometimes you just have to walk away and say you’re not interested.” 
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� For a full report see Kalathil (2009). The report is to be launched officially on 24th March 2009 by NSUN.


� For the latest state of play see Healthcare Commission (2008).


� This point was made in an earlier community consultation undertaken by Sharing Voices and the International Centre for Participation Studies (2005). Heather Blakey, reporting on this consultation, noted that the Department of Health, in its statement about patient and public involvement, posits an ideal situation where participants of these forums may rarely need to be adversarial, and will be positive and collaborative. But, she argues, unless these spaces explored the emotional journeys, the negative and difficult experiences that people have been through, it is less likely that people will feel able to engage (Blakey 2006, 24).


� There have been instances (for example in Bradford and London) where funding for services targeting a specific ethnic minority community had been cut while new funding was given for services targeting another ethnic minority community.





