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1. Introduction

a) Context

In summary Intervoice currently comprises 23 national networks of varying size and membership (See Appendix 1 for a list of National Networks and their activities). Some networks include over 100 groups across a country; others are the work of a small number of individuals with perhaps one or two support groups up and running. 

b) Aims of the Survey
The Board of Intervoice decided to carry out this survey to seek stakeholder views on:

· how participants envision the structure and aims of Intervoice
· how Intervoice can best support the growing number of national networks
· Activities i.e. 
· training
· websites
· the newsletter
· research
· congress
c) Methodology

The web survey was carried out between December 2011 and May 2012.
The web survey (See Appendix 8 for the full text) covers the seven main areas mentioned above.  Demographic information about individual respondents was collected in order to gain a profile of who responded and contextualise responses to the rest of the survey. There were a variety of open and closed questions, to ensure opportunity for free text answers.  

There were two pilot stages to test the usability of the survey: the initial one was across four countries (UK, Denmark, Netherlands and Australia), primarily to check the language was clear for non native speakers of English, and the second conducted in the UK to ensure the website and question links were functioning. Both of these stages resulted in changes and improvements to the survey. 
The final web survey was advertised through the Intervoice newsletter, website, facebook and twitter. The surevey was as flexible as possible in order to encourage as many people as possible to take part, so the survey link was open and anonymous and anybody could fill it in.  Partial responses were accepted. It was responded to by 58 participants in 14 different countries. 
The survey was followed by telephone interviews (See Appendix 7 for the questions asked) carried out between April 2012 and June 2012 to follow up in greater detail on national networks and their needs, training, research and Intervoice’s structure and aims. 
Interviews were carried out with those who expressed an interest through the web based survey or who were put forward as being interested by members of Intervoice. In order to make the interviews as representative of the diversity of the network as a possible, only one person was interviewed from each country. At this point we were seeking to get a spread of responses from different countries rather than detailed multiple views of individual countries/networks. 

15 individuals were contacted in the first instance for interviews and 9 interviews were carried out. Seven of the interviews were conducted over Skype and two were written interviews. Given the time differences involved and the practicalities of organising interviews with part time workers, interviewees were offered slots Monday to Saturday, 7am to 11pm, UK time. The questions were open-ended and used as a guide to give participants an opportunity to discuss any issues they felt were important.  Everybody answered all questions. 
All survey results were anonymous because named responses can compromise people’s willingness to give negative feedback.

In the report identities have been kept anonymous so, apart from the first question, answers have not been divided up by country. This also avoids a single respondent being the spokesperson for their country and allows an overall picture of views to be constructed from multiple responses. 

d) Limitations of the Survey
a) The online survey was in English and therefore responses are limited to those with internet access and a sufficient grasp of the language. 
b) On average, the survey is quite detailed and took 30-45 minutes to complete, so only those with enough time/commitment will have completed it. 
c) The telephone interviews were limited to speakers of English or French. 
d) Some participants would have liked to have taken the questions to their groups but this was not possible given time and language constraints. 
e) Report Structure
The report is in four parts. Part one is this introduction, part two a presentation of survey data from the web - where there were open-ended questions, the report presents them as groups of key themes, which provide an overview of as many different responses as possible. This is followed by part three which is a detailed summary of the interviews, remaining as close as possible to participants’ own words. 

Finally, the report closes with items for discussion and recommendations based on all of the data collected.

The appendices show all the raw data from the survey, including the web based format and interview questions in both languages.
2. Web Based Survey Data
a) Who took part in the survey?

Q 1, 3, 8, 29, 30:  
There were 58 responses in total, although 26 were partial responses.  There were twice as many women who took part as men and 79% participants were over the age of 30. (See Appendix 2 for further details)
Respondents came from 14 different countries, spanning four continents. Over half who took part were based in Australia, UK and USA. (See Appendix 3 for a complete breakdown).
We asked whether participants considered themselves to be experts by experience, experts by profession or supporters, as well as finding out whether they were members of their national network and/or a peer support group. The results are complicated because many respondents were in several categories, however the following analysis gives a general idea of the spread of participants.
Thirty-three out of fifty four (61%) participants are classed as experts by experience. I have included peer support group members who did not class themselves as experts but clearly had lived experience in this category. 

There were 21 experts by profession; of these 5 were also experts by experience and 5 were also supporters, family, friend or carers of voice hearers.   This was striking because it means half of the experts by profession have a personal involvement with hearing voices.
As far as participation in national networks is concerned, 19 of 37 respondents are members of their national networks. 11 of these are ‘Experts by Experience’ and 8 are ‘Experts by Profession’. Of the experts by experience, 6 people were also members of peer support groups. Of those who are not members of their national networks (18 of 37), 11 said there was a network in their country.
Although the sample is small in size there are a few key points that can be made:

· According to this sample Intervoice is reaching a wide range of interested parties, i.e. people with with lived experience, family supporters and professionals

· Individuals are engaging in diverse ways, i.e. locally, nationally, internationally or in a combination of these. 

· Some may not be aware of the availability of a National Network in their country whereas others are - it may be of interest to follow this up and indentify how Intervoice can better promote awareness of National Networks. 

Languages and Translation: The first languages of those responding were: Danish, Dutch, English, French, Hungarian, Italian, New Zealand Maori, and Xhosa (South Africa).  There were requests for downloads/web based information in as many languages as possible to increase access to resources.

Q2: What first interested you in Intervoice? 
There were five themes that emerged from the responses to these questions and every response was categorised into one or several theme. These are presented below in order of frequency with quotations to illustrate. (For all responses and thematic groupings see Appendix 4).  There were 46 responses to this question in total.
· Alternatives to psychiatry (21 statements)
‘An exchange of ideas and the promotion of a broader concept of hearing voices’
‘It is a valid and healthy alternative to psychiatric coercion’
‘A search for others with similar experiences who have found ways to live life ‘normally’ without medication’
· Personal stories of recovery – both hearing others’ and telling one’s own  (14 statements)
‘My need to know I am not alone’
‘Consideration given to voice hearers and what they have to tell about their life and recovery process’

‘The curiosity to meet other people that were hearing voices, because I could not believe there were other people like me, let alone, people that could cope with their voices’
· International connections  (10 statements)
‘Becoming part of an international movement’
‘The worldwide realisations’

‘Knowing about and connecting with others across the world who hear voices’
· Meeting a prominent member of Intervoice  (8 statements)
‘Attending a workshop…with Eleanor Longden, Ron Coleman, Dirk Corstens’
‘Meeting Peter Bullimore’

‘Rufus May is my psychologist’

· Hearing that groups could help me  (2 statements)
‘Heard that groups were good for ‘schizoaffective disorder’ and there was one nearby’
It is apparent many people were actively searching for alternatives to psychiatry for themselves or those they support and therefore seemed attracted by the Hearing Voices approach and ethos.
b) Training
Q4:  What training is available in your country? 
The responses are grouped by country and give an overview of all responses.

· Australia – all 5 respondents knew about Voices Vic and/or Richmond Fellowship, however not all of them could access it as they are based in different states.

· Canada – the 1 respondent knew about awareness raising and group facilitation training at Le Pavois.

· France – the 1 respondent is organising a training themselves.

· Germany – the 1 respondent knew that that the network offers information and training.
· Italy – the 2 respondents knew about group facilitation training and seminars.

· Netherlands – the 1 respondent said there was very limited availability.

· New Zealand – the 1 respondent knew that many workshops are available.

· UK – the 9 respondents varied from knowing about London based to training, to not knowing at all.

· USA – the 7 respondents varied from knowing about international visitors, American trainers and not knowing about what was available.

· Greece and Northern Ireland stated they only have training when they invite people from abroad: 

Countries with no training were: Hungary, South Africa

For this question many people did not know what was available in their country. Others were a distance away from any organisations/individuals offering training, or only had training when they invite trainers from abroad. Even those countries with well-established training programmes do not offer it consistently over the country and are often reliant on key individuals to deliver it.

These responses do not necessarily give a complete indication of what is available, however they do show where people are unaware of available training.
Q5: Would any further training be helpful? 
All of the trainings suggested were considered to be helpful: 

· Maastricht Interview

· Working with Voices

· The Voice Dialogue method

· Setting up HV peer support groups

· Sharing recovery stories for Voice Hearers

· Recovery

· Trauma

· Paranoia

· Living with Voice Hearers: how family members can assist

· Working in prisons and secure units

· Working with young people

· Setting up a peer support group network

The three most highly rated were: 
· The Voice Dialogue method
· Paranoia 
· Trauma

Further suggestions (rather than comments on availability of training in general) were: 
· ‘training in the work place and for friends’
· ‘cultural perspectives’
· ‘working with visions’ 
· ‘training for clinicians’ 
· ‘working in psychiatric hospitals with peer support groups’
· ‘working with images – The Visions Dialogue Method’

· ‘working with services’
One respondent felt that the list of trainings made it sound as if hearing voices is an illness.

Q6: Do you deliver any training?
18 respondents deliver training and the responses have been grouped by country: 
· Australia: relationship between voice hearing and dissociation; voice hearing group facilitation
· Canada: awareness raising; hearing voices group facilitation

· France: hearing voices group set-up and facilitation; working as a recovery oriented profession
· Germany: information and training to all three groups of experts (lived experience, profession and family members)
· Greece: supervision for other self help groups
· Netherlands: Working with Voices; Maastricht Interview; About Hearing Voices

· New Zealand: About Hearing Voices; Cultural Understandings of HV Experience; Working with people who experience psychosis; general mental health training and awareness raising

· N.Ireland: talks to nursing students

· UK: Awareness raising; Intro to hearing voices; Setting up and supporting HV groups; Community development approaches

· USA: Voices; Recovery; Boundaries; Trauma; Recovery planning; Story telling; 1-2 days workshops covering recovery data, meaning of voices vs biological approach, recovery methods incl. recovery stories, voice dialogue, Finnish Open Dialogue, CBT-p, psychodynamic principles, shared safety planning

Further comments include: 

· ‘Much of the training in my country is replication of other country’s training – which isn’t necessarily a *bad* thing, as there is much out there that can benefit. However – these experiences also exist within a very specific context…which is very much influenced by the prevalent perspectives of the local communities. Workshops – if they are to be really effective – need to be custom tailored to the audience, to the culture, to the communities they are being delivered to.’

· ‘The Intervoice approach really answers the need of the hearing voices people and has a positive reception in the network.’

· ‘All mental health practitioners should have the hearing voices approach’
· ‘Maintaining high quality is essential to ensure good reputation and demand’

· ‘Would be good to see more financial support to ensure training was more widely available.’
· ‘People are either very afraid of any approach critical of traditional psychiatry (and in particular its use of medication) or very keen to, at least, be able to work with a true commitment and through sincere human relations. Makes it a bit difficult to get institution representatives to get there but when people try it, they are usually enthusiastic.’ 
The main points from these responses are that even when training provision is relatively high, e.g. in the UK, awareness of training or access to training may not match this. It is clear that much more, detailed work would be needed on a country by country basis to really find out what is being offered and where. 
Furthermore there was a theme that people want training to be appropriate to the local context rather than standardised by Intervoice. This seemed clear from the number of individuals who are developing their own trainings as a result of initially being trained by board members.

c) National Networks
Q8:   Are you involved in your national network? 

Q9:   Do you think there should be a national network?

Q10: Are you interested in setting up a national network?
These questions were asked to find out about involvement in and awareness of national networks.
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All those without a network in their country wanted one, however of the four who responded, only one said they would be interested in setting one up, two were unsure and one was not interested. The person who was interested in setting up a network took part in a telephone interview. 
Suggestions for how Intervoice could provide support included providing basic material such as videos and giving permission for translation and publication of resources in other languages.
Q11: What can Intervoice do to develop your national network? 
There were many suggestions and they have been gathered thematically and loosely grouped into international and national support for coherency, although there is some overlap.
International:
· Organise conference
· Develop communication and networking between countries

· Storing tools, training, frameworks that people can access and share

· Support with media campaigns

· Specialised trainings

· Promote International Hearing Voices Day

· More interaction between national networks and Intervoice – more Intervoice stories and more national stories

· Sharing ideas for Hearing Voices groups

National:
· Encourage in-country participation, including updating website

· Help with referrals

· Funding and organising national meetings/conferences

· Support growth within countries linking up networks within large countries

· Support with resources for communication, staffing and meeting

· National level lobbying to incorporate training into health care providers

· Help reaching people in psychiatry

· General fundraising
d) Feedback on the IV Website
Q14: What do you think of the website? 
The response to the website was extremely positive with 28 of 33 respondents rating it as ‘Good’ or Excellent’.

Extracts from each comment:

· ‘Excellent stuff’

· ‘Difficult to find things’

· ‘Beautiful…but unstructured’
· ‘I miss working material to be downloaded’

· ‘Doesn’t grab my emotions enough’
· ‘Needs to be updated more regularly’

· ‘I love your writing about the Intervoice goals and objectives’

· ‘Your approach seems to give the idea hearing voices falls into trauma, coping strategies, and other negative ideas. And this is helping people?’

All current website content (see list of contents in Appendix 5) was rated as important several times. The top three in order of preference were:
1) Information about Intervoice and what we do

2) Coping strategies and ways of working with people who hear voices 

3) Research (information for voice hearers, workers and researchers)

3)
Personal experiences and stories of recovery

       3)
Available services/groups for people who hear voices

Representative suggestions include:

· ‘Transcripts of Intervoice facebook group posts’

· ‘Links to national network websites’

· ‘Have anything and everything available…ultimately it’s up to the person themselves to decide what is and isn’t useful for them’

· ‘Forums for discussion’

· ‘More positive experiences of voice hearing’
All further comments and suggestions are in Appendix 6
e) Feedback on Research
Q16: What kind of research should Intervoice be promoting? 
Suggestions from respondents focus on evaluating the effectiveness of the approach and evaluating work on recovery more generally. (See Appendix 7 for full list of suggestions) These have been grouped together by theme and paraphrased for brevity. They are in order of most frequent to less frequent.
· Effectiveness of approach and outcomes of: 
· Hearing Voices groups
· Hearing Voices approach (including safety)
· Trauma-focused care vs treatment as usual
· When professionals use Hearing Voices approach
· Hearing Voices approach with different groups of people
· Cost benefit analysis

· Recovery: 
· Definition and evidence of what promotes it (including at community level)
· Effects of recovery stories on others

· Impact of restricted ideas on ability to recover
· Stigmatisation, alienation and victimisation on recovery 

· Ways of dealing with voices including Voices Dialogue

· Voice-hearer led research

· Medication: how to help choice and control; alternatives to medication

· Personal stories

· Media representations

· Research not polluted by funding agendas

f) Feedback on the IV Newsletter
Q17: What do you think of the newsletter? 
883 people are on the newsletter mailing list and each month on average 200 people open it. For this survey 31 people responded to questions about the newsletter, of these 11 do not receive the newsletter. Of the 20 who receive the newsletter, 13 think it is ‘Good’ or ‘Excellent’. One person thought it was ‘Terrible’. 

All comments on newsletter:
· ‘Research updates’

· ‘Should be more regular (bi-monthly)’

· ‘Language barrier’

· ‘Regular contribution from more international contributors, recognised *experts* within different countries…a real focused effort to show that these experiences span across all countries and all creeds.’
· ‘More articles from ordinary people around the world about work with voices.’

· ‘We would appreciate to receive it in French’

· 4 respondents do not receive or are unsure whether they receive the newsletter.
g) Feedback on World Hearing Voices Congress
Q 18-20: Do you know about the World Hearing Voices Congress? 
Thirty out of thirty-four respondents had heard of the congress and of those who had heard of it, 16 had attended. 15 out of 16 thought it was ‘Excellent’ or ‘Good’.

Selected comments to show range of views (see Appendix 8 for all of them):
· ‘Price could be lower’

· ‘Facilitates exchange of ideas’

· ‘It changes the way we usually think in mental health’

· ‘Too much ‘meds will kill you’’

· ‘It’s always the same stuff’

· ‘One of the best conferences I’ve been to’

· ‘Would like to see more creative stuff and different ways of discussing issues than the mainstream conference model’

h) Structure and Aims of Intervoice

Q26: How would you like Intervoice to be structured and your role in it?
Participants were asked to rank options in order of importance and only 12 responded as follows in order of preference:

RANKED MOST HIGHLY
1) Led by key, well-known people in the movement


2) Attending annual conference





3) Voting rights, AGM and fully elected committee



4) Representatives from national networks on the board


5) Participation through surveys/websites




6) This isn’t important to me






RANKED LOWEST
The low numbers responding to this question could be interpreted as there being low interest in how IV is structured, alternatively it could result from it being one of the later questions in the survey. It does mean this data is not that meaningful and there is more detailed feedback from the interviews which is of greater interest.
Q27: Should Intervoice be more explicit about including people who see visions, taste, feel or smell things or have unusual beliefs? 
Fourteen people responded: six said ‘yes’, six were unsure and two said ‘no’. Comments were equally split between those describing it as ‘a holistic collective experience’, those who felt a focus on voices was important: ‘become too general and there is no hope’ and those who thought it was unimportant.

Q28: For you what should be the main aim of Intervoice?

These suggestions ranged from direct support of individuals to working on an international level and have been grouped thematically according to these levels of approach:

· Supporting people to recover and find their own voice; supporting carers of voice hearers

· Supporting grassroots movement and keeping national networks in touch with each other

· Promote approach as alternative to medical model; become main stream; challenge psychiatry in a way that does not create opposition; improving mental health care; build evidence base

· Fight stigma

3. Interview Survey Data

a) Who was interviewed?
Fifteen people were approached for interview and a total of nine interviews were carried out with participants from the following countries: Australia, Canada, France, Greece, Hungary, Italy, Ireland, Uganda and USA. About half of those interviewed were contacted through the survey and others were suggestions by the board of Intervoice so as to interview from as wide a range of countries as possible. The countries vary from being networks of one group with a handful of members to well-established networks with groups across the country. Interviewees were not selected to be the ‘spokesperson’ for their country but to provide an overall picture for us.
What follows are summaries from interview notes and I have paraphrased for brevity to convey meaning for those interviews conducted in French or where English was not a first language. All responses are given, i.e. every bullet point is a comment made by a single person, followed by my brief summary of the main points.
National networks/country specific: 

Q1: Where is your network currently and how would you like it to develop?  
Australia: 
· All 6 states would like a network in each.

· 3 states have no formalised network but groups.

· Voices Victoria developed out of funded training in 2006.
· Richmond Fellowship CEO has been supportive – which has made a big difference. 
· Obstacles are time – only one HVN role in paid capacity, need staff to do admin and calls. 
· Cost an issue given size of country.
Canada: 
· Beginning of network – working out objectives with partner organisation (place for social integration). 
· Priorities are training, documents, good to exchange ideas. 
· Want links with countries speaking same language to support development and not reinvent wheel. 
· Mental health system has received HV approach well now need step by step approach to rest of society to change social views.

· ‘By hand and in hand at their rhythm but also pushing forward’.

France: 
· Network started a year ago
· There are now 10 people invested in network and 100 people receive the newsletter by email. 
· Following training there are now 4 groups running. Would like more groups, especially in Paris as most people involved are there. 
· So far no contact with institutions and difficult to have voice hearers involved, they haven’t managed to work with them. Also difficult to have family members involved. It’s easier when professionals involved – makes people feel less anxious. There are no voluntary sector organisations involved. 
· Psychiatry in France is organised around a strong public sector where psychiatrists have all the power and it’s very traditional. Lots of fear surrounding anything outside psychiatry and there’s no recovery/critical psychiatry movement. 
· The few small radical networks are stigmatised and associating with them would cost partnership with any mental health professionals at all. There is one big user organisation which is very submissive with an uncritical ‘we are handicapped’ message. 
· Main obstacle is ‘how can individuals work as recovery-oriented in a maintenance-oriented structure?’ 
Greece: 
· Two groups meet weekly and priorities are having facilitators there every week. 
· Currently no voice hearers are in recovery – need facilitators with lived experience and current members to encourage newer ones. 
· Would like to organise a congress for people to meet others and their relatives so could see life possible without medication. 

Hungary: 
· Movement is unknown in Central Europe but there is a community psychiatry approach, although access to it varies from region to region. 
· Within community psychiatry there is an individual psychiatrist fighting for a recovery-oriented approach and she brought HV approach to the annual conference. This led to the launch of the first group. 
· Priorities are basic steps in places with recovery centres and resources (translation and materials) for areas outside capital. 
· Need publication and copyright permissions.

Ireland: 

· Meeting in charity office since 2003/4 following on from training from Pete Bullimore and Rufus May. 

· Not getting referrals currently because professionals and families think it’s a bad idea, mainly worries about relapse. 

· Priority is developing the network and main obstacle is awareness-raising.

Italy: 
· Member of user association – network of users and parents separate because different points of view. 
· Network of joint partnership organisation useful for debating with institutions and carrying out projects. 
· Network of joint partnership organisation at national level only parents’ not users

Uganda:

· Very new – first group just begun with 10 people involved.

· Main difficulties: funding and training for facilitators.

· Currently facilitated by psychiatrist (previous HVG facilitator in East London) and a voice hearer (teacher, with no experience of facilitating)

USA: 
· In this state, first came across recovery movement and then a year ago attended workshop with Jacqui Dillon and Gail Hornstein. 
· One year launch process to start group in this area but been a struggle because community is convinced of medical model. IV still new and shocking to people so access to basic information is really important although they have a hard time believing it. 
· Financial crisis has affected psychotherapy/self help and public health for the disabled and the system is becoming actively hostile. 
· There is a group and small network which meet. 
· Also try and show recovery videos in the community to spread the message but hard to motivate people to come to a group. 
· Priority is for people to become empowered with knowledge and realise voice hearers can learn from each other. 
· Monumental barrier is misinformation and struggling against this.
The key feature that impacts on the size of network is the presence of strong voluntary sector, recovery-oriented or user-led organisations and/or community/critical psychiatry. The obstacles, particularly funding, time and dissemination of information, are similar across countries, just the extent varies. Large countries face difficulties given spatial distances and have more need for regional/state networks within their borders, whereas smaller countries seem more interested in linking up with their neighbours for support. The priority for all networks is to grow and this is coupled with a strong desire to change for the better state mental health care and ublic perceptions of voice hearers.
Q2: What would be useful for your network in linking up with other countries?
All of the answers are below and have been grouped together by themes.

Sharing knowledge and experience for setting up groups, developing network and staying motivated:
· Very useful to link with other countries who have more experience in setting up groups.
· Have been supported a lot by another country which had similar difficult in convincing professionals – really helpful to link up with other countries working in same language.
· Sharing experience and learning.
· Connection excites people and field trips are helpful to know the bigger world and energise through being part of a movement.
· Already have exchanges with countries: find it useful to compare experience in self help field, individual and collective empowerment and welfare institutions.
Sharing personal stories:
· Useful for voice hearers to connect with others whose lives have really changed because it’s so difficult to hope.
· Important to share good news/recovery stories.

Practical assistance from other countries:
· Training for voice hearers to facilitate groups.
· Translation and sharing of resources, training in different languages, interpretation at conferences.
· Need talks about practice with delegations of users, family members and professionals from other countries coming to talk. There is a real defence in this country against seeing psychosis as trauma induced so would be helpful to have a platform to discuss this.
· Funds to support the group for e.g. transport costs and photocopying.
Concerns:
· Linking up for countries can be difficult with distances and lack of time.
One repeated direct request (5 respondents):
· Would be useful to have online meetings, skype groups with agenda and network update, research sharing.
All interviewees were keen to share experience and learning with other countries, both in terms of setting up groups and for keeping hope going.
Q3: 
 What can your country offer? 
· Could offer strategic team meeting, sharing what’s happening, ideas about training, pilots
· Governance statements
· Experience in international organisations, could share ideas for IV structure
· Sharing learning in Skype meetings
· Could support similar movements in East African region or Lugandan speakers by email
· Can host visitors
· Will be able to when more developed
Smaller and newer networks tend to feel they have less to offer and everybody is feeling short of time and resources which has an impact on what they can offer. 

Q4:
What would your network like to achieve in the long term? How would your network look in 20 years if it had been totally successful in this aim?
All answers are cited below and grouped in themes.

Expansion of network:
· A fully functional HVN in each state. 
· Expansion of groups followed by barriers brought down and countrywide education.
· Several groups around the capital meeting. Facilitators meeting to support and learn from each other, promote the movement and destigmatise voice hearing.
· A strong network with voice hearers at the forefront of change because professionals so far have been useless. 
Change of statutory services and their ethos:
· Decrease power of psychiatrists in recovery processes.
· In 20 years would like services everywhere to have this holistic approach for all of life, supporting people to realise their dreams and role in life. Voice hearers to support each other and comprise most of the network.
· Mental Health services changed significantly so young people have different experience to being labelled and medicated. Priority is to train service providers and spread this way.
· Professionals knowing about and using Maastricht Interview and Voice Dialogue.
· In long term need something more than the hearing voices approach. Voice Hearers teach us how to be different, how to be human and live together in work places, health system and education.
Awareness-raising, anti-stigma and literature:

· More literature in the field – far greater publication and dissemination. 
· Decrease stigma in professionals and citizens, increase work opportunities for service users.
· Media needs to move from being ‘poor people’ to having empowering recovery stories.
The aim for every network was growth and far greater awareness of the approach.

Q5:
Is it important that IV is clear that voice hearing also covers seeing/feeling things?    Should HV movement also be covering unusual beliefs/paranoia?
· Yes important for all sensory experiences and beliefs.

· Yes we welcome anybody who has experiences others don’t share/find confusing.

· We are very inclusive – we have voice hearers, but also non-voice hearing carers and well wishers involved, as well as ones who also have unusual beliefs and paranoia.

· Intervoice should absolutely cover all experiences because they are very similar. In recovery stories there are unusual beliefs and finding parallels can be helpful.

· Hearing Voices needs to include all experiences and IV needs to be clear about this. Would make it easier, particularly as external people and researchers don’t share this. Paranoia and unsual beliefs are part of voices.

· Yes although difficult finding right word to use for ‘beliefs’.
· Would be helpful to have more information from IV about all experiences, including beliefs and paranoia too.

Apart from one interviewee feeling uncertain, all the others gave a resounding ‘Yes’. This is different from the survey in which six out of fourteen people said ‘yes’. Everybody interviewed is directly involved with peer support groups whereas not everybody in the survey was. 
Q6:
IV organisation and structure: IV is set up to support the HV movement – how can it best be organised to do that, what’s most important, what’s least important, how can you/your country play a role? (All interviewee responses follow and have been grouped by themes)
Governance:

· IV structure needs transparency and communication. As a growing organisation they need to manage expectations. Some people on ground have lack of trust in what IV do because they feel distant from it. Need to have one page on who they are and what they do and then updated timeline of activity. From outside it can be unclear what’s going on. Constitution needs to be clear and need strong rules about governance and clarity about this. Need governance principles and relevant documents so members are clear. Could have board recruitment with job descriptions, selection criteria and voting by members. Different fee structures are possible. 

· Main people always meeting together is useful but there’s a risk of becoming inward looking. An administrative approach is needed with opportunities for new ideas. Intervoice needs to be a real organisation with participation. Could have board members emeritus and every country does not necessarily need representing. The point is to have living contacts. 

· There’s a lack of transparency, it seems very informal and how can individuals represent countries?

Leadership:

· People with lived experience should be in charge of decision process, should be leaders.

· Disapprove of having psychiatrist as chair.

Important for Intervoice as an organisation and implications for structure:

· Overall message is important. Would be good to have representative from each country – rich. But would it dilute the very strong message? Would also want freedom. Currently message is very precious and wouldn’t want to lose essence. More consultation would be good as long as not diluted.

· IV can support most importantly with training, creating links, congress, visibility. Language is a block to training. Would like a parallel French site, authorisation to translate (copyright). Difficult without translation.

· Should focus on training and disseminating resources.

· Intervoice could add a lot of weight to media coverage

· Useful for IV to have particular position on youth, BME, research and professional partnerships.

· Conference is key.
No change wanted:

· Personal contact is really good – really important.

· It’s fine as it is and doesn’t necessarily need people from all countries to be representative.

Responses to this question were split between networks which have clear ideas of what they’d like for the structure and those which are unconcerned. A recurring request was a more transparent structure and leadership by people with lived experience. 
In contrast, the survey data had more weight on the current structure as led by key, well-known members of the movement rather than voting rights and fully elected committee. However the interview sample are all active in their national networks, whereas this is not the case with the 12 respondents in the survey sample which is perhaps an explanation for the variation.
Q7:
What should IV be aiming to achieve in the long term? How would IV look if it achieved this? All responses are below and are grouped into two themes.

Network growth:

· IV needs an international presence to lend weight to national networks. It has a strong future if it consolidates its position. The conference is important because it builds bridges between professionals and voice hearers: ‘it changes life, practice and the world’.
· IV can support countries to grow HV networks starting small scale eg skype which inspires people to keep on going ‘Amazing what you can get out of a network meeting’. 
· Disseminate its approach and deploy worldwide.
· IV need to visit different countries and meet people on the ground – in institutions and user organisations. Need to know the context and have an idea of commonalities and differences. Then IV can support with ideas, tools and skills.
· Anything to connect groups to avoid isolation. More conversations, sharing information. 
Spreading the ethos:
· IV can support networks to grow and needs a strategic anti-stigma media and publications plan. Need to decide how because unless you talk directly about the construction of difference, won’t notice that many anti-stigma campaigns have illness/medical model as basis. IV would need position statements on that.
· Civil rights aspect should be consolidated and kept within a certain framework – ‘Intervoice has a unique voice and a unique message’. Benefit to staying in specialism because it has such a compelling and interesting message.
· Inform people around world that experiences are not symptoms of illness and people can live with experience. It would be great to go into schools so everyone is ‘vaccinated against beliefs of psychiatrists’.
· Providing a forum for voice hearers to feel safe in discussing their experiences and supporting the establishment of new groups.
· Wants hearing voices no longer seen as a symptom, seen as a positive experience, human phenomenon and a rich experience. No more institutions and use of community organisations for services. No more marginalisation and full integration of voice hearers. IV to use its role as an opening on the world. Its current direction is good.
· Could just be research group supporting whoever or an independent resource, in which case it needs a whole governance structure. Either way it needs to continue what it’s doing as the dedication of people involved is fantastic.
Most responses involved IV supporting networks to grow through providing support, weight to media campaigns and advice based on its experience and view of many countries. A dilemma was highlighted by respondents that although the message is universal, the way in which it is implemented may vary from country to country. An international organisation is a way of keeping the message consistent and supporting countries learning from each other but could run the risk of trying to promote a universal and rigid model.
Research: what would be useful, priorities, how to go ahead 
Participant responses have been divided into specific topics and how Intervoice could play a role with research. 

Suggested research topics:

· Evidence base and outcomes (including achievements and pitfalls so that can avoid problems for those for whom it does not work)
· Social science research – participant led and designed.
· Meaning people give to their experiences
· New ways of working with voices
· Service evaluation from different groups of stakeholders
· Recovery process
· Empowerment process
· Engagement process (particularly workers)
· Medication: problems and how to decrease, how to come off
Suggestions for IV’s role:

· IV could co-ordinate but countries have their own experiences so needs to be flexible
· IV can co-ordinate networks to work more closely and co-operatively
· Recommend themes that need more work
· Co-ordinate dissemination and presenting to medical professionals
· Access to other research is important and IV could compile this
· IV has a bird’s eye view of all countries which might help it co-ordinate.
· IV could make suggestions (but not impose), have international consultation but needs to respect countries’ needs
· Need committee to advise on mechanics of research, to reflect on ways of researching and complications like ethics
· Good idea to co-ordinate because can’t just fight psychiatry, have to put up alternatives
There was an emphasis on building an evidence base and outcomes as a way of persuading mental health professionals but also to develop learning. However not everybody agreed this was a priority and some interviewees felt recovery stories are more important. As far as co-ordination is concerned, although Intervoice is seen as having a useful and important role in terms of its birds eye view of countries, it was stressed that countries want the freedom to pursue their own research. These are very similar to responses from the survey.
Training: ideas about co-ordinating and sharing resources 
These have been split into ideas for specific training and how Intervoice could co-ordinate this. 

Suggested trainings:
· Helper in self help groups
· Promotion of democratic psychiatry network
· Comparison of different strategies to reduce stigma
· How to bring to a community in a hopeful way, way to open discussion so people aren’t made anxious
Suggestions for Intervoice’s role:
· IV could standardise but this could prove impossible and it’s the key message and a critical understanding of mental health which is important.
· Talking about what’s being done is important, identify needs together, what’s been done, what’s not been done
· Need documentation
· Divide labour between countries, make effort to co-ordinate

· Intervoice involvement at EU level would also help with gaining recognition

· Regional training bases
· Resources: references, DVDs, websites, YouTube clips – somebody with responsibility to update them.

· More outsiders coming in to train and providing ongoing supervision. Best if trainers have lived experience.

· Could have more diversity – people should be allowed to invent different things. It’s limiting if everything has to be approved and mainstream.

· IV could co-ordinate ongoing learning following on from training.
The emphasis is on Intervoice holding resources for people to access and providing support. There were many questions about the use of standardisation of training and a preference for the ethos to be made clear but for countries to have the freedom to develop their own trainings.

4. Issues and recomMendations for further discussion

In all the interviews and the survey, everybody is passionate about the overall ethos of Intervoice – its focus on recovery, the hopeful message and the importance of peer support. It is the finer details of how the ethos should be put into practice where there is disagreement and many interviewees and survey respondents want the freedom to put the ethos into practice in a locally appropriate and flexible way.

All interviewees strongly agree that Intervoice should support all sensory experiences and beliefs and that Intervoice should be explicit about this. There are more mixed feelings about this from the survey data which might be related to whether or not people are participants in support groups.

a) Networks

· Dedicated individuals are working exceptionally hard to make networks happen. From the interviews it is clear that people are working on shoe string budgets and some networks could disappear if specific individuals were unable to continue. Many are working voluntarily and feel very isolated in what they do.

· Very young networks are already supporting each other with materials, ongoing conversations and translation.

· Starting and growing the network is made less difficult where there is an existing network of community psychiatry recovery centres (e.g. Hungary), user led organisations (e.g. Italy) or voluntary sector organisations (e.g. Australia – Richmond Fellowship). Partnerships with professionals and statutory services are a major obstacle to promoting the Hearing Voices Approach, particularly in France and USA.

· Early and later stage networks have different needs and expectations of Intervoice. Small, new networks (e.g. Uganda, Hungary, Greece) are particularly focussed on training so that groups can start running. More established networks (e.g. Australia) are interested in disseminating the approach and connecting groups up. This difference suggests there may be a growth path for countries and different forms of support which Intervoice could offer at different points.

· From the survey it appears as if some people are bypassing their national networks and engaging solely with Intervoice as individuals through its website, newsletter and congress. This suggests Intervoice has a role to promote national networks to these people but also can provide a form of support for those who do not wish to engage with their national networks for whatever reason.

b) Research 

Building an evidence base for the Hearing Voices approach through outcome studies and evaluations was repeatedly asked for by both survey respondents and interviewees.

· However this was accompanied by requests for more recovery stories as well as research into related areas to voice hearing such as recovery and medication.

c) Training

· From the survey data it is clear that apart from variability in what training is offered and where, awareness of available training is also mixed.

· Both interviewees and survey respondents want more training to be available, particularly for setting up groups, however what emerged from the interviews, especially, was a desire for training to be developed locally whilst following the IV ethos.
d) Recommendations from respondEnts 
These are concrete actions people asked for in the during the telephone interviews. They are not necessarily what should be done but they were all requested by more than one interviewee.
· Co-ordinating Skype meetings to share experience of setting up groups, working with professionals and changing institutions.

· For small, new networks, Skype meetings to share recovery stories and family support ideas from outside their country.

· Pressing need for translation of key texts into many languages and copyright for dissemination. Interpretation for training and at conferences.

· Intervoice to co-ordinate sharing of resources for awareness raising, training and research. Emphasis on dialogue and exchange of ideas between countries, rather than being dictated to by Intervoice.

· Physical distance plays a part in feeling isolated so support is needed for regional networks in large countries and inter-country networks for smaller countries. These could also act as training hubs.

· Congresses and conferences, both at national and international level, are seen as IV’s strength and their expertise is requested in setting these up.

· Intervoice to be more transparent structurally and led predominantly by voice hearers.

· All countries expressed a wish for support with funding.

Claire Powell

June 2012 
APPENDIX 1

Brief details of national networks from Intervoice and country websites:
· Australia: Richmond Fellowship of Western Australia developed. Australian Network in 2005. Regional networks since grown in New South Wales and Victoria. 
· Austria: Long running groups in Linz and Vienna.

· Canada: National network based in Toronto. Francophone groups running in Quebec.
· Denmark: Following conferences in 2000, network of groups all over country.
· England: From 1990 national network developed with over 180 groups.
· France: Following conference in 2011, 4 groups are running.
· Germany: Network founded in 1988, now with 5 groups, regular seminars and 130 members.
· Greece: Network founded 2010 now with 2 groups (Athens and Thessaloniki).
· Hungary: First group started 2012.
· Ireland: Network established 2006, groups running in Belfast and Donegal.
· Italy: Network established following conference in 2008 and 10 groups now running.
· Japan: First meeting 1996 which launched network, now with 3 groups and 160 members.
· Netherlands: First network to be established in 1987. Has over 200 members and some groups.
· New Zealand: Network established in 2007 now with 9 groups.
· Norway: Group in Tromso since 2005 with supporters in Oslo and Molden.
· Palestine: 2 groups running in Bethlehem Hopsital with new groups being set up in Ramala and Hebron.
· Scotland: Founded in 1998, groups in 8 regions.
· Spain: Initial conference in 2005 followed by translation of resources.
· Sweden: Networks across the country with around 25 groups.
· Switzerland: Groups in Geneva and Zurich.
· Uganda: First group started 2012.
· USA: First group launched in 1999 and now network of 17 groups.
· Wales: Founded in 2001 and now with 10 groups.
APPENDIX 2
The following graphs show data from survey Qs 29 and 30.
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APPENDIX 3

The following chart shows data from survey Q3.
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APPENDIX 4 
	What first interested you in Intervoice?
	Looking for alternatives to psychiatry
	International connection
	Joining a group
	Personal stories
	Meeting key individuals

	“I was looking for personal education, awareness, support for my own recovery, and help with my work as a peer support specialist.  Intervoice led me to reading and support from Working to Recovery and the work of Marius Romme and Sandra Escher.  I attended two Congresses.”
	1
	
	
	
	

	Read that groups were good for ppl with schizoaffective disorder – didn’t know anythign abt HVN, but there was one convenient for me.
	
	
	1
	
	

	exchange of ideas; promotion of a broader concept of hearing voices; freeing hearing voices of the stigma of being only understandable as a sign of illness and learning from those, who always understood the creative powers of voice hearing; being part of an international community.
	1


	1
	
	
	

	talking to other voice hearers
	
	
	
	1
	

	I am a voice hearer
	
	
	
	1
	

	Heard that ‘group therapy’ was useful for ‘schizoaffective disorder’ so I started going to local Hearing Voices meeting.
	
	
	1
	
	

	That it was international – different from National and local networks
	
	1
	
	
	

	Getting in contact, internationally, with other voicehearers
	
	1
	
	1
	

	Becoming part of an international movement to improve the approach to voice hearing and bring together all the information about different ways people manage voices.
	1
	1
	
	
	

	Seeking help with dealing with my expereinces.
	
	
	
	1
	

	Google and the fact other people could help me confidentially.
	
	
	
	1
	

	That one could talk publically, with an international interest for it, about his own (for me past) experience like a voice hearer.
	
	1
	
	
	

	Consideration given to voice hearers and what they have to tell about their life and recovery process
	
	
	
	1
	

	All the information that is in Intervoice.
The formations prensented by pioneers like Ron Coleman, Paul Baker etc.
The available documentation.
The worldwide realisations.
Collaborations with other nationwide hearing voices networks.
Support and inspiration to make a project.
	1
	1
	
	
	

	Attending a conference: Marius Romme, Sandra Escher, & Ron Coleman
	
	
	
	
	1

	the curiosity to meet other people that were hearing voices, because I could not believe there were other people like me, let alone, people that could cope with there voices.
By now, they have become my family and friends.
	
	
	
	1
	

	the possibility to make a contribution
	1
	
	
	
	

	Meeting with people with similar voice hearing experiences.
	
	
	
	1
	

	Agreed with objectives and it seemed to be carrying pout important work
	1
	
	
	
	

	Meeting Peter Bullimore and realizing how important self help groups are as an alternative to traditional psychiatry.
	1
	
	
	
	1

	Knowing about and connecting with others across the world who hear voices...the wonderful research you’ve done and are doing...bringing this reality to light and acceptance.
	1
	1
	
	1
	

	I heard about a show on Oprah Winfry concernong hearing voces, even though I’ve never seen her show. It was here that learned about this organization. I hear voices, but being an American, I can’t attend groups because we have none here, so I read the newsletter.
	
	
	
	1
	

	my needs;  to find relief, my need for the sanity of the program, my need to know I am not alone
	
	
	
	1
	

	It is a valid and healthy alternative to psychiatric coercion.
	1
	
	
	
	

	the hope of relief from the pain
	
	
	
	1
	

	the possibility of healing my pain
	
	
	
	1
	

	Rufus May is my psychologist and so he introduced me to the ideas of the hearing voices network and later introduced me to the intervoice facebook page where I then linked to the website and found more information.
	
	
	
	
	1

	I attended a workshop in Ann Arbor, MI with Ron Coleman in October 2011.  My recovery journey actually began then and I naturally went  straight to the internet to research the Hearing Voices Movement.
	1
	
	
	
	1

	I read about the organization on Wikipedia. As to the answers above, the only category I might consider checking is “an expert by experience”, but I would not call myself an “expert”.  I checked the “expert” box so I would go forward, but I would have hoped there would be a box for other.
	1
	
	
	
	

	I have at times heard non-auditory voices and looked on the internet for others with the same experience and found your web site.
	
	
	
	1
	

	a search for others with similar experiences who have found ways to live life “normally” without medication
	1
	
	
	1
	

	self help, meaning of voices approach
	1
	
	
	
	

	The strong expression of demedicalization of otherness.
	1
	
	
	
	

	Access to information about hearing voices; a resource for voice hearers which facilitates ‘learning to live’ with hearing voices; an alternative to a medical model.
	1
	
	
	
	

	Contact with Hearing Voices Victoria and participation in a workshop with Elenor Longden and Ron Coleman
	
	
	
	
	1

	Attending a working and talking with voices workshop provided by Voices Vic with Elenor Longden, Ron Coleman, Dirk Corstens
	
	
	
	
	1

	I have been involved almost since the beginning of intervoice
	1
	
	
	
	

	Rufus May is my psychologist and uses the approaches of the hearing voices network and he pointed me in the direction of the intervoice facebook page which I thoroughly enjoy being a part of and subsequently visited the intervoice website for information and news.
	
	
	
	
	1

	the fact that there was an organisation out there amongst all the biological reductionist psychiatry dominated mental health services challenging this paradigm, providing an evidence base for recovery practices, and treating voice hearers with dignity.
	1
	
	
	
	

	The training and conferences to learn more about voice hearing from voice hearers themselves.
	
	
	
	
	1

	Our therapist on community psychiatry, Mrs. Judit Harangozó suggested us to get informed via Internet about Hearing Voices mouvment 2 years ago.
	1
	
	
	
	

	My best friend experiencing voices and all of the other people I have met
	1
	
	
	
	

	saw post on facebook & relative hears voices
	1
	
	
	
	

	Same ideals: more and better understanding and support for people who hear voices.
	1
	
	
	
	

	Because they stand for something so important and have international representation covering vast and diverse expertise and experience.  Passionate, focused, creative, fun lot of people!!
	1
	1
	
	
	

	Because I wanted to gain greater knowledge and be inspired by people from other countries
	
	1
	
	
	

	Diversity of ideas and inclusive nature
	1
	1
	
	
	

	TOTAL
	21
	10
	2
	14
	8

	What first interested you in Intervoice?
	Looking for alternatives to psychiatry
	International connection
	Joining a group
	Personal stories
	Meeting key individuals


Appendix 5

List of current website content:

· Information about Intervoice and what we do
· Information about board members and the organisation itself
· Information on national networks
· Personal experiences and stories of recovery
· Coping strategies and ways of working with people who hear voices
· Spiritual and alternative perspectives
· Trauma and hearing voices
· Critical and non-medical approaches to voice-hearing
· Available services/groups for people who hear voices
· Resources to develop hearing voices groups in your area
· News item
· Events and training
· Research
· Downloadable information on working with voice hearers
· Publications
APPENDIX 6
All website comments and suggestions:

· ‘I miss working material to be downloaded’
· ‘Not sure. Guess it doesn’t grab my emotions enough’
· ‘Can we have our own forum please? Don’t like the off site one’
· ‘Needs to display information in a more flowing way’
· ‘It is sometimes difficult to find things, because there is SO MUCH info on there. And that’s actually a very good thing, because there should be a lot of information, but it can also be overwhelming. I sometimes just stop looking for information, because I get overwhelmed by what I find in working my way to what I want to find, that I never end up at what I actually was looking for…that’s a pity, because it’s a beautiful site! I think that could be improved, by separating the information part and the part where people can leave their comments? Because to me, that makes it a bit ‘messy’or ‘unstructured’’
· ‘Excellent stuff. Keep up the great work’
· ‘I love your writing about the Intervoice goals and objectives, they are beautiful, balanced, and inspiring!’
· ‘Needs to be updated more regularly – doesn’t have new stuff on it very often’
· ‘As stated your approach seems to give the idea hearing voices falls into trauma, coping strategies, and other negative ideas. And this is helping people?’
· ‘Just saying that we didn’t know that there was that much information available on your website. It would really pay off to visit it more often!’
· ‘Transcripts of the Intervoice facebook group posts’
· ‘Would be good to do activism’
· ‘The national networks…well most of them have their own site. Just link them?’
· ‘Get right up to the point up front – this is what we’ve done (recovered) & this is how you can too’
· ‘Please don’t take anything off as it’s all useful at different times – especially links to other websites’
· ‘I suppose the most important thing is that a Google search for information brings Intervoice to the top of the search! A specific section for ‘friends and family’ with some personal accounts in addition to information from a carer perspective.’
· ‘Information is knowledge – knowledge is power. Have anything and everything available…ultimately it’s up to ther person themselves to decide what is and isn’t useful for them and their own experience. Informed choice starts with provision of robust information.’
· ‘Forums for discussion, a page where people can interact with the board and put forward suggestions.’
· ‘Please start finding out what hearing voices is about, not giving the impression there is something wrong with the ability.’
APPENDIX 7

All research suggestions:
· Effectiveness of peer support groups, trauma and reenactment in treatment, effectiveness of trauma informed care vs. treatment as usual.

· Not anti-meds - but about how to help people have more choice & control over their meds.

· New ways of dealing with voices
Ways of helping understand the meaning of voices (translating the message)
Is there anything, which could shorten the way from victim to victor?
Effects of recovery stories

· dialogue work

· Telepathy

· Need to look at how we define Recovery, & make sure that hearing voices groups are based on evidence & promoting recovery.

· Anything. Again, knowledge is power.
Problem with much research I see - in general - is that the information is also polluted by the agendas of those funding and/or carrying it out.
Any research that contains and is conducted with integrity is useful.

· Alternatives to meds! How to use meds appropriately.

· Research on the type of that made by John Read. 
Maybe, after more massmedia-info about trauma and voice hearing, a kind of feedback about the result of that campains of info?

· Efficiency and "safety" of practical approaches of hearing voices : what kind, for which setting, with which training, what effects...
Research on the experience itself is essential too but already more advanced.

· Research that puts a spotlight on life stories of hearing voices people that have recovered.  Also, the ameliorations for the hearing voices people when professionnals takes on the Intervoice approach.

· all kind of research. 
Different age groups: young children, youngsters, adults, elderly people.
different cultures. (ethnicity -> why is it that inm other cultures, 'schizofrenia' isn't such a big issue, how do people think about voices and cope with them. If we know more about that, we can start treating éthnic'people in our society more with the thoughts from where they come from.)
different area's: alternative therapy, efc, hypnoses,  whatever
But also : prisons, childpsychiatry! nursinghomes!!!!
etc

· The way people who hear voices are dealt with by court system re. violence etc
Media stuff re. stereotypes

· An answer
fighting with powerful drug companys is a noble cause but, can this fight actually be won?  how do you fight an opponent that creates such smooth, seductive advertising?  Is there research that shows cost benefit analysis to govt. of the hearing voices method?
showing govt and foundations that this method can get better results, and cheaper, than being drugged up and sectioned is the path to take.

· Psychic phenomenon and how voices play a part in these abilities.

· Research like Romme's

· Participant-designed
How do people recover?  What's the necessary/sufficient role of professions in real recovery?
How to change hearts & minds (we have a teaching university with dinosaur age psychiatry dep't who thinks it's all that--they've been very successful in 'educating' the community--what helps most in this situation?  I'm thinking personal relationships are part of it, but that's a tall order & very slow)
How to collaborate for an ethical, effective safety system.

· on other practices of resistence against psychiatric power

· research on what promotes 'recovery' (and what hinders 'recovery')
Research on self help peer support hearing voices groups and what aspects of the group are most important in promoting recovery

· Research into the effectiveness of the hearing voices approach in people's recovery

· evidence of the effectiveness of the hearing voices approach

· showing that people can recover and what works, looking at links to trauma, research into things like voice dialogue,use of working with voices workbook. how people have recovered despite the system , young people who are recovering with out being labelled

· building up the evidence to show improved outcomes for voice hearers who use various social psychiatry practices to recover

· Into non-pharmacological ways of helping voice hearers and how to help voice hearers before they become severely distressed

· There is already a student who will participate in the group and use her experience to wright a study.

· Research into the increased quality of life of those using this method compared to those who are only recieve treatment and those that get meds and this method and those who get other therapy. Not focusing on the voices but focussing on who gets a better quality of life.

· research effeciency of therapies/treatment applied. The impact that restricted ideas have on the ability to heal and recover from trauma and mental distress. How stigmatization, victimisation, alianation etc effects people suffering. How to create supporting communities...

· Research led by voice hearers, challenges psychiatry, non stigmatising, of practical use

· Research challenging schizophrenia as a biological disease
APPENDIX 8
All comments on congress:

· It was a fantastic experience. However, some workshops were better than others.  The keynotes were excellent. In Italy we were told we were family, and then asked to provide passports in order to receive headsets. In Italy there was so much stimuli, I had trouble concenetrating.    Still, attending was one of the most important experiences in my life.

· Changed my life - had never met 'successful' voice hearers, with a life I could aspire to, before.

· because the idea is excellent even if the execution is sometimes just OK or good, but mind you, OK and good still carries the above pronounced messages

· Just getting to meet so many people and the wide choice of workshops

· The price could be lower

· Because it's an opportunity to think about voice hearing from voice hearers' perspectives, learn about different ways of coping and helping voice hearers cope with their voices and hearing recovery stories from voice hears themselves

· Because it changes the way we usually think in mental health : this is not just pretending to include "patients", "clients", "users". I couldn't see any hidden rule of the kind : OK, let's do this conference with everyone but then, for the one on medications, let's do it only with doctors... or things like that. Everything is discussed openly.

· It facilitates the exchange of ideas between people that are interested in the Hearing Voices network. Gives information on interesting subjects and new items.  Also gives support and confidence about our realisations.

· Mostly good, but there was too much 'meds will kill you' - in Nottingham then one session with mother reading out a long poem about her son who she claimed had died from meds - not a balanced view, not helpful for me to make my own decisions, just scare tactics. Really dislike implications that if I choose to use meds I am somehow second class.

· Great to bring voice hearers together internationally. Good to hear about what is going on nationally and internationally. 
I think more could be done in terms of promoting event to voice hearers and making it as accessible as possible. Funded places would be good.

· i think it's always the same stuff. the same people talking, same subjects.
I go there every year, but to be honest. not really for the congress, but to see my friends and have fun and catch up and be surrounded with the people I love and care about.

· because i have helped organise it!!!

· It is one of the best conferences I've been to. However would like to see more creative stuff and different ways of discussing issues than the mainstream conference model.

· I really loved the atmosphere in England 2010. I hope that we will be able sometime to organize a Congress in Greece. That would give great publicity to the experiences of voice hearers and help many people, I believe.

· would attend but too far away

· I don't know when or where it is

· The Hungarian delegation was invited by Mr. Chairman Corstens. Let's hope that until September some professionals will be interested.

· $ and time away from work.

· Desperately hoping to, depending on whether I can pull together the funding to do so.

· After reading stories and comments on the website, I would not attend.
APPENDIX 9
Intervoice interview Questions (English)
National networks/country specific: 

1.  Where is your network currently and how would you like it to develop?  (country priorities, main obstacles)
2.  What would be useful for your network in linking up with other countries?

3.  What can your country offer? (eg translation, letting other countries know what you are doing, helping other countries etc)
4. What would your network like to achieve in the long term? How would your network look in 20 years if it had been totally successful in this aim?
5.    Is it it important that IV is clear that voice hearing also covers seeing/feeling things?  Should HV movement also be covering unusual beliefs/paranoia?

 6. IV organisation: IV is set up to support the HV movement – how can it best be organised to do that, what's most important, what's least important, how can you/your country play a role? 
7. What should IV be aiming to achieve in the long term. How would IV look it if achieved this?
 

Research: what would be useful, priorities, how to go ahead 
Training: ideas about co-ordinating and sharing resources 

APPENDIX 10
Sondage Intervoice (Français)
Réseaux nationaux et informations spécifiques à votre pays

1. 
Pourriez-vous décrire votre réseau national et suggérer comment vous l’aimeriez développer  (priorités de votre pays et les obstacles les plus importants) ?

2. Qu’est-ce qui serez utile pour votre pays afin de créer des liens avec d’autres pays ?

3. Que peut votre pays offrir aux autres ? (ex. traduction, mise à jour de votre projet, soutien des autres pays ?)

4. Quels sont les objectifs à long terme de votre réseau ? Comment voyez-vous votre réseau en 20 ans s’il réussi entièrement dans ses objectifs ?

5. Est-il important qu’Intervoice exprime clairement qu’ ‘entendre les voix’ inclut aussi les expériences comme voir et sentir ? Doit ce mouvement aussi inclure les croyances peu communes telle la paranoïa ?

6. IV structure : IV existe pour soutenir le mouvement d’entendeurs de voix – quelle serait la meilleure structure pour ce faire ? Quelles sont les choses les plus importantes/les moins importantes ? Comment pensez-vous que vous/votre pays pourriez jouer un rôle ?

7. A long terme, quels doivent être les objectifs de IV ?  Comment l’imaginez-vous si ce structure réussissait à les atteindre ?

Les recherches : quelles thèmes sont les plus utiles, les plus importantes ? Comment faut-il mieux les coordonner ?

La formation : quelles sont vos idées pour partager les ressources entre les différents pays ? Croyez-vous qu’il  serait utile de coordonner les formations entre ces pays ?

APPENDIX 11
Full Web Survey

Introduction

Intervoice is currently reviewing what role it can play as an organisation in supporting and promoting existing national networks, and what it can do to help set up national networks in countries that do not currently have one.  We know we can only achieve this through engaging the enthusiasm and commitment of the people who make up the networks, so your views and ideas are really important to us.  We cannot promise to put everyone's ideas into action immediately because we have very limited resources but we can guarantee that your thoughts will influence the way Intervoice seeks to develop its work in the future.

There are 8 sections to this survery covering: training, networks, website, newsletter, congress, languages, structure and you.  You don't have to answer anything you don't want to but the more you do, the more we can use this information to develop Intervoice in the way you would like.  We anticipate that this survey will take about 10-20minutes to complete, depending on how much you want to say.

Thank you for taking part!

* Are you (please select all that apply):[image: image6.wmf]


	[image: image7.wmf] a hearing voices peer support group member

	[image: image8.wmf] part of a national network

	[image: image9.wmf] an employee of a member organisation

	[image: image10.wmf] an expert by experience

	[image: image11.wmf] an expert by profession

	[image: image12.wmf] supporter/family member/carer/friend
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What first interested you in Intervoice?
[image: image13.wmf]




Training

Intervoice seeks to promote access to training so it would be helpful to know what your country offers and how we can help you improve this.  (Section 1 of 8)

Which country are you mainly based in?
[image: image14.wmf]


What training is available in your country about the Hearing Voices approach?
[image: image15.wmf]




Would any further training be helpful?[image: image16.wmf]


	[image: image17.wmf] Maastricht Interview

	[image: image18.wmf] Working with Voices

	[image: image19.wmf] The Voice Dialogue method

	[image: image20.wmf] Setting up Hearing Voices peer support groups

	[image: image21.wmf] Sharing recovery stories for Voice Hearers

	[image: image22.wmf] Recovery

	[image: image23.wmf] Trauma

	[image: image24.wmf] Paranoia

	[image: image25.wmf] Living with Voice Hearers: how family members can assist

	[image: image26.wmf] Working in prisons and secure units with people who hear voices

	[image: image27.wmf] Working with young people who hear voices

	[image: image28.wmf] Setting up a peer support group network
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Any others
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Do you deliver training?[image: image30.wmf]


	[image: image31.wmf] Yes

	[image: image32.wmf] No
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If you would like to, please tell us about any training you deliver:

[image: image33.wmf]




Do you have any comments about training?
[image: image34.wmf]




National networks

Intervoice sees itself as supporting national networks rather than individuals.  It would be helpful to find out how we can develop this. (Section 2 of 8)

* Are you involved in your national network?[image: image35.wmf]


	[image: image36.wmf] Yes

	[image: image37.wmf] No (but there is one in my country)

	[image: image38.wmf] Not applicable - there isn't one

	[image: image39.wmf] Unsure
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Do you think there should be a national network in your country?[image: image40.wmf]


	[image: image41.wmf] Yes

	[image: image42.wmf] Unsure

	[image: image43.wmf] No
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Are you interested in starting a network?[image: image44.wmf]


	[image: image45.wmf] Yes

	[image: image46.wmf] Unsure

	[image: image47.wmf] No
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What can Intervoice do to support that?
[image: image48.wmf]




Do you have any contacts that could help?  (If you do and are happy for us to follow this up with you, please leave your email address)[image: image49.wmf]


	[image: image50.wmf] Yes

	[image: image51.wmf] No
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What can Intervoice do to develop your national network?
[image: image53.wmf]




Intervoice website

The website is key to keeping people and networks informed and in touch.  Let us know which are the most important parts for you and what could be improved.  (Section 3 of 8)

What do you think of the Intervoice website?

http://www.intervoiceonline.org/

 HTMLCONTROL Forms.HTML:Hidden.1 

	[image: image55.wmf] Excellent

	[image: image56.wmf] Good

	[image: image57.wmf] OK

	[image: image58.wmf] Poor

	[image: image59.wmf] Terrible
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Any comments?

[image: image60.wmf]




Below is a list of what is currently on the website.  Could you tick the 3 MOST important for you so we can get an idea of what the website is most useful for.  There's space at the bottom for any additional ideas you have.

	
	Important to have on website

	Information about Intervoice and what we do
	[image: image61.wmf]

	Information about board members and the organisation itself
	[image: image62.wmf]

	Information on national networks
	[image: image63.wmf]

	Personal experiences and stories of recovery
	[image: image64.wmf]

	Coping strategies and ways of working with people who hear voices
	[image: image65.wmf]

	Spiritual and alternative perspectives
	[image: image66.wmf]

	Trauma and hearing voices
	[image: image67.wmf]

	Critical and non-medical approaches to voice-hearing
	[image: image68.wmf]

	Available services/groups for people who hear voices
	[image: image69.wmf]

	Resources to develop hearing voices groups in your area
	[image: image70.wmf]

	News items
	[image: image71.wmf]

	Events and training
	[image: image72.wmf]

	Research (information for voice hearers, workers and researchers themselves)
	[image: image73.wmf]

	Downloadable information on working with voice hearers
	[image: image74.wmf]

	Publications
	[image: image75.wmf]
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Any further ideas or suggestions?

[image: image76.wmf]




Research

Intervoice wants to encourage and disseminate research.  What kind of research should Intervoice be promoting?
[image: image77.wmf]




Intervoice newsletter

The newsletter is fairly new and if you have any ideas about how it could be developed, we'd really appreciate them.  (Section 4 of 8)

What do you think of the newsletter?[image: image78.wmf]


	[image: image79.wmf] Excellent

	[image: image80.wmf] Good

	[image: image81.wmf] OK

	[image: image82.wmf] Poor

	[image: image83.wmf] Terrible

	[image: image84.wmf] Don't know - I don't receive it
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Do you have any comments or is there anything else you would like to see in the newsletter?

[image: image85.wmf]




World Hearing Voices Congress

(Section 5 of 8)

Do you know about the World Hearing Voices Congress?[image: image86.wmf]


	[image: image87.wmf] Yes

	[image: image88.wmf] No


Reset
Have you ever attended the annual conference?[image: image89.wmf]


	[image: image90.wmf] Yes

	[image: image91.wmf] No


Reset
hat do you think of the World Congress?[image: image92.wmf]


	[image: image93.wmf] Excellent

	[image: image94.wmf] Good

	[image: image95.wmf] OK

	[image: image96.wmf] Poor

	[image: image97.wmf] Terrible
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Why did you answer like this?

[image: image98.wmf]




Would you attend the annual conference?

http://www.intervoiceonline.org/3295/news/2012-congress.html

 HTMLCONTROL Forms.HTML:Hidden.1 

	[image: image100.wmf] Yes

	[image: image101.wmf] Unsure

	[image: image102.wmf] No
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Any comments?

[image: image103.wmf]




Languages and translation

It is important that Intervoice disseminates its information as widely as possible.  To use our resources most effectively we need to know which languages to translate into and from and also who can help us do this.  (Section 6 of 8)

What is your main language?
[image: image104.wmf]


If English is not your main language, would you describe you level as:[image: image105.wmf]


	[image: image106.wmf] very basic

	[image: image107.wmf] OK

	[image: image108.wmf] fluent


Reset
Do you need information in languages other than English?[image: image109.wmf]


	[image: image110.wmf] Yes

	[image: image111.wmf] No
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Please list below any other languages in which you require information:

[image: image112.wmf]




Do you have any contacts who could support in translating and providing this information?  (If you would be happy for us to get in touch with you about this, please also leave your email address below)
[image: image113.wmf]




Structure and running of Intervoice

This is to find out how you would like Intervoice to be structured and what you think it's main aim should be.  (Section 7 of 8)

Could you rank the following in order of importance (1=most important, 7=least important) to show us how you would like Intervoice to be structured and your own participation in its running:

	
	1
	2
	3
	4
	5
	6
	7

	Participation through surveys/websites
	[image: image114.wmf]
	[image: image115.wmf]
	[image: image116.wmf]
	[image: image117.wmf]
	[image: image118.wmf]
	[image: image119.wmf]
	[image: image120.wmf]

	Attending annual conference
	[image: image121.wmf]
	[image: image122.wmf]
	[image: image123.wmf]
	[image: image124.wmf]
	[image: image125.wmf]
	[image: image126.wmf]
	[image: image127.wmf]

	Representatives from national networks on the board
	[image: image128.wmf]
	[image: image129.wmf]
	[image: image130.wmf]
	[image: image131.wmf]
	[image: image132.wmf]
	[image: image133.wmf]
	[image: image134.wmf]

	Voting rights, AGM and fully elected committee
	[image: image135.wmf]
	[image: image136.wmf]
	[image: image137.wmf]
	[image: image138.wmf]
	[image: image139.wmf]
	[image: image140.wmf]
	[image: image141.wmf]

	Led by key, well known people in the movement
	[image: image142.wmf]
	[image: image143.wmf]
	[image: image144.wmf]
	[image: image145.wmf]
	[image: image146.wmf]
	[image: image147.wmf]
	[image: image148.wmf]

	This isn't important to me
	[image: image149.wmf]
	[image: image150.wmf]
	[image: image151.wmf]
	[image: image152.wmf]
	[image: image153.wmf]
	[image: image154.wmf]
	[image: image155.wmf]

	Other option (please specify below)
	[image: image156.wmf]
	[image: image157.wmf]
	[image: image158.wmf]
	[image: image159.wmf]
	[image: image160.wmf]
	[image: image161.wmf]
	[image: image162.wmf]
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Any comments?

[image: image163.wmf]




Should Intervoice be more explicit about including people who see visions, taste, feel or smell things or have unusual beliefs?[image: image164.wmf]


	[image: image165.wmf] Yes

	[image: image166.wmf] Unsure

	[image: image167.wmf] No
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Any comments?

[image: image168.wmf]




For you, what should be the main aim of Intervoice?
[image: image169.wmf]




About you

It is helpful to know a few details about you but you don't have to answer these questions if you would prefer not to.  (Section 8 of 8)

Are you:[image: image170.wmf]


	[image: image171.wmf] under 18

	[image: image172.wmf] between 18 and 30yrs

	[image: image173.wmf] between 30 and 45yrs

	[image: image174.wmf] between 45 and 60yrs

	[image: image175.wmf] 65+

	[image: image176.wmf] prefer not to say
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Are you:[image: image177.wmf]


	[image: image178.wmf] male

	[image: image179.wmf] female

	[image: image180.wmf] transgender
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Would you be willing to contribute financially to the work of Intervoice by being a paying member?[image: image181.wmf]


	[image: image182.wmf] Yes

	[image: image183.wmf] Unsure

	[image: image184.wmf] No


Reset
Final page

Here is space for your final thoughts and so that you can let us know whether you are happy for us to contact you.  Thank you for making it this far!

Would you be interested in taking part in a more indepth phone interview about these issues?[image: image185.wmf]


	[image: image186.wmf] Yes

	[image: image187.wmf] No
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If yes, please leave your email address here

[image: image188.wmf]


Any further comments?
[image: image189.wmf]




This survey is anonymous but if you're happy for us to contact you please let us have your name and email address:
[image: image190.wmf]






You have reached the end of the survey!

Thank you SO much for taking the time to participate.  We really value all your ideas and comments.
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