Building a new national mental health service user/survivor network

Frequently asked questions

(The questions below are ones heard either directly or on the grapevine)


1.
What is all this about a new national Network for service user/survivor groups? What is being planned?

The plan is to get funding to set up a national (England-wide) structure to support service users/survivors and existing groups and organisations run or led by them, whether they want to be involved with planning and changing services or in providing their own services and support. The support on offer will include capacity building such as fundraising, management, employment, financial information, advice and signposting to appropriate organisations for help; downloading and disseminating documents; facilitating active links between groups for networking sharing etc;

It will not represent service users as such but will broker requests for consultation etc so that the most appropriate and relevant groups can respond – in this way those groups who are currently under-represented will be helped to have a voice for the first time.

It will not replace or supersede any existing user group but serve as a support to them

2.
Where did this network idea spring from? Wasn’t something like this being done by a group following up the On Our Own Terms report?

This plan is very much based on the On Our Own Terms work, which was based on research and input from a variety and range of users and supported by the Sainsbury Centre. Early this year, the funding that the Sainsbury Centre was providing for the On Our Own Terms work ran out. The development of a bid to set up a national network was only half-completed at that point. David Crepaz-Keay at the Mental Health Foundation stepped into the breach to give the project a home there. 

Meanwhile, Anne Beales, Director of Service User Involvement at Together (formerly M.A.C.A.) had an almost identical plan. David and Anne decided the way forward was to call a conference to talk about bringing the two initiatives into one. They got funding from the two organisations for a service user conference, called 'Our Future' which was held in Birmingham on 8th March 2006 to put the joint plan to a wider group and seek support to go ahead with it. 

3.
Who decided who got invitations to that event? What was decided there? Why didn't I hear about it? 

The conference had a limit of 150 delegates and details and invitations about the conference went to each of the NIMHE regional areas for them to pass the information to the relevant service user groups and also via Chief Executive of Specialist Mental Health Trusts along with any other service user led organisations which the organisers had contact details.  The aim was to invite applications from a diverse cross section of England including service users from  BME communities,  the criteria being that applicants should be service users active within the service user movement. 

 One of the tasks of the proposed network is to maintain a comprehensive and up to date data base of groups so that all who want to will be included in the future in such activities.

A conference report and DVD of the event will be available shortly from Together Working for Wellbeing, Service User Directorate, 1st Floor, 82a Wick Street, Littlehampton, West Sussex BN17 7JS

4.
Is this a takeover of a service user initiative by the big voluntary sector organisations?

I don't believe so. At least someone is DOING something! It's like the British weather – we complain if it rains, then when the sun shines we moan about being too hot.  We complain if the voluntary organisations do nothing for service users, but if they get in there and help, we get suspicious.   (See diagram 1) 

Since the conference a planning group has been set up, which includes some of the people from the initial On Our Own Terms steering group, and service user workers and service user involvement leads from organisations such as Catchafiya, Mind, Rethink, Revolvers, Mental Health Matters, Mental Health Foundation, Together (Service User Directorate), and Young Minds. The group are reaching out to involve more people, either to attend meetings or to input by email, letter or phone call. All information on the plans, including minutes of meetings, are available to anyone who wants to know. 

There is a clear guiding principle of the proposed network that there will be a wide range and diversity of supporters and funders to avoid the possibility of one organisation ‘owning’ the Network

5.
Is it just going to be a case of the Usual Suspects again running the show? How do people get on the Planning Group?

At the start, people volunteered to be involved at the Birmingham conference. Since then the planning group has tried to widen the membership by contacting individuals and organisations and inviting them to get involved. 

The comprehensive and growing data base of users and user organisations plus the capacity building will ensure the active participation of a large number of people in a variety of ways. There has always been a particular emphasis placed on the principle of ensuring involvement of groups who are currently under represented.

6.
Is it just going to be another white-dominated top-down project run from London?

Definitely not. The plan is to create regional structures which will ensure that the views of service user/survivors as individuals and in groups across England are heard and represented. Many groups that were involved in OOOT, including  BME groups and national service user groups have joined in. This time round there have been more attempts made to draw in groups that often haven’t been  involved, such as young people, ex-offenders. 

The Steering Group has BME members. We are committed to creating a network that is for all service users from every community, and which helps BME groups and other under-represented groups to get a fairer share of resources. (See diagram 2)

7.
Isn't NIMHE setting up a national service user network too? How will this link up? Are there going to be lots of different networks run by NIMHE and the voluntary sector duplicating the work and drawing on the same service users?

No! NIMHE and the voluntary sector mental health organisations are aware of what is being planned – as above, there will be a variety of funders and supporters who will be working in partnership, not duplicating and dividing. The network will not represent the user voice as such – it will broker out requests to the various groups offering a much wider range of people the opportunity to become involved. The Network’s role will be to disseminate documents and briefings, facilitate consultation meetings etc – purely an enabling function

8.
How will the new Network affect existing national networks, e.g. UKAN, MDF, Hearing Voices Network?

There is a substantial body of work already being done by service user organisations in England. These will be offered practical support from the Network and help to relate to and gain strength from each other. Current groups have their own governing structures, workers and aims and objectives that are appropriate to the needs of that group, and are individually determined by that group. They will remain entirely autonomous and independent and the User Network will function to support them – not be in competition, replace or supersede them. It will provide a framework for practical ways forward to give coherence and add capacity to these groups. It will also have a crucial role in encouraging and developing the involvement of groups and individuals not currently represented. 

Various diverse groups may wish to develop on their own but also have links with other/ mainstream groups and organisations. The Network should allow for both in response to this and acknowledge these differing needs. 
9.
What will the Network do for local service user groups?

· Provide coherence to the service user groups and individuals by facilitating connections between existing groups; maintaining an up to date data base; developing links with those groups of users who are currently under represented. It would also organise and facilitate meetings for consultations, for peer support, networking and information sharing etc 

· Broker and facilitate access between service users and government policy makers and statutory services 

The Network Co-ordinators will not represent users but will be the main point of contact for access to the widest range of appropriate and relevant users and user groups. This will help counter the ubiquitous complaint re: users not being representative. The Network will also facilitate a more effective and flexible engagement of service users for purposes of consultation and representation via focus groups, user friendly venues etc as well as more traditional forums. 

· Training 

The Network Co-ordinators will develop a training programme in confidence building, committee and interview skills, staff training techniques etc. to enhance meaningful participation by a fully equipped pool of users from a wide range of backgrounds. 

· Capacity building for service user groups

The Network will build the capacity of user groups, downloading and disseminating documents, briefings etc for consultation; advising and signposting to useful organisations re: organisational and financial management/ employment law/ fundraising. The Co-ordinators will also play a central role in facilitating active links between groups to share resources and to evaluate and disseminate good practice.

10.
What about young people and older people?

They will be represented in the Network. The Network will have special interest groups to contribute to consultations. These would include groups who tend to be under-represented, such as younger and older people. See Network structure diagram to see the potential for the involvement of the widest range of people.

11.
Is the Network just going to be about improving services and working with professionals? What happened to the old radical movement to transform or replace psychiatry? 

The Network aims to support all service user/survivor groups and a range of views will be represented. This might be an opportunity to explore some of the differences and common areas and viewpoints – e.g. drug company funding, attitudes to medication, self management, recovery etc. 

A working agreement between the Network and the Department of Health will be established, to make sure that service users and survivors are kept informed about government plans, changes in the Mental Health Act, etc. 

Service users will continue to make their own decisions how much they want to be involved in government agendas and how much they want to concentrate on self help and support or creating alternatives. The Network will not be telling any group what their priorities are.

12.
If the Network is based in a national voluntary organisation will it just be another way of service users giving up their power – why can’t service users run it themselves?

The current plan is for seeking a temporary hosting arrangement with a voluntary agency to provide a solid infrastructure from which to establish and develop the core activities of the network. Any hosting arrangements will guarantee independence of action of the Network in its development. 

In the longer term the plan is to move to a completely autonomous organisation.  (See diagram 1). 

13.
Is this Network going to set itself up as the voice of service users and put other service user run networks out of business?

The Network will be the hub of and add capacity to a network of mutually supportive service user organisations which all interrelate. It will not in itself represent the user voice, but will respond to requests for consultation attendance on committees etc by brokering and facilitating access to appropriate and relevant constituent parts. 

Current groups will continue to have their own governing structures, workers and aims and objectives that are appropriate to the needs of that group, and are individually determined by that group. They are entirely autonomous and independent and the User Network will function to support them – not be in competition, replace or supersede them. It will provide a framework for practical ways forward to make links between and add capacity to these groups. It will also have a crucial role in identifying groups not currently represented and developing their involvement. 

We've heard it all before, it will probably all come to nothing.......

Don't give up, perhaps this time really WILL be different! We are seeking 3-5 years funding and the chances are we will get it. The time seems right and lots of groups are backing the initiative. Your involvement will make a difference. Get in contact, make sure we have your name, or your group's name, on the list so you get to hear what is going on and have a chance to contribute. The Network will be what we all make it. It is about making sure that for the first time whilst we are developing and supporting our local voice, we will inform and have a powerful national presence, making sure that the voice of the widest range of service users are heard in all the debates about legislation and reform, alongside the Royal College of Psychiatrists, the Mental Health Alliance and other powerful lobbies. 
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Different groups may/ will have closer links with each other than the Network owing to differing and diverse needs. The Network must be responsive to this.


                Dotted lines  indicate that there needs to be links with these organisations, but they are not members of the network








This is not meant to be a comprehensive list of current groups in any way – it is just an indication of how the network might fit together
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