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The national consultation of the Hearing Voices Network (HVN) took place between January and March 2009. The main aims of the consultation were to:

· Review HVN’s achievements.

· Revisit HVN’s aims and objectives.

· Re-vision HVN to enable it to become a sustainable and more effective organisation. 

People were consulted in a number of ways about the work of HVN – via face to face interviews in focus groups, via postal questionnaires and via the Intervoice and Sussex Hearing Voices network web sites. In my meetings with hearing voices group members I was struck by how welcoming groups were, how pleased group members were to be consulted and how much people had to say about the work of HVN.  This was also evident in the returned questionnaires and web responses I received. What is also striking is that none of the external stakeholders – organisations that we approached to consult about HVN’s work - responded to our questionnaire or subsequent follow up communications requesting a response. Despite this, the consultation has been a productive and worthwhile process which has yielded vast, highly detailed information about what people think about the work of HVN, how they would like to see the organisation develop and what an essential service HVN  is for many people. For some people, their experiences of being supported by the work of HVN have been life changing. 
Who we consulted and how:

Participants consulted face to face via focus groups: 131
Participants consulted via postal questionnaires: 117 
Web site responses: 4 people 

Total number of people consulted: 252 
RESPONDENT INFORMATION:
An individual 




                                       72%
A group facilitator 



                                       16%
A representative of an organisation 

                                       12%
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Support someone who hears voices 

                                       24%
Other interest 




                                       20%
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Groups visited:

Manchester Hearing Voices Group, Sheffield Hearing Voices Group, 
Sleaford Hearing Voices Group, Lincoln Hearing Voices Group, 
Shrewsbury Hearing Voices Group, 
Leeds Hearing Voices Facilitators Group, Bradford Hearing Voices Group , 
South West Hearing Voices Network Meeting, 
Lewes Hearing Voices Group, Sussex Facilitators Meeting, 
Northumberland Hearing Voices Group, 
London Hearing Voices Network Meeting.

WHAT DO YOU THINK ABOUT OUR AIMS AND CURRENT ACTIVITIES?
Current aims and objectives of the Hearing Voices Network:
The aims of HVN are:
· To raise awareness of voice hearing, visions, tactile sensations and other sensory experiences 

· To give men, women and children who have these experiences an opportunity to talk freely about this together. 

· To support anyone with these experiences seeking to understand, learn and grow from them in their own way. 

HVN has sought to achieve its aims through these activities:

· Promoting, developing and supporting self-help groups.
· Organising and delivering training sessions for health workers and the general public.
· Making available a telephone line that gives information and help to people who experience hearing voices, seeing visions and tactile sensations.
· Providing men, women and children who have these experiences an opportunity to talk freely about them.
· Producing four newsletters a year.
Consultation question1:

To what extent do you think we have achieved our aims?
The majority of participants felt that HVN had achieved its aims although many people felt that this had only happened to some extent:

· 32% people felt that HVN had completely achieved its aims

· 66% people that that HVN had achieved its aims to some extent.

· 2% people felt that HVN had not achieved its aims. 

The following views were expressed: 
· HVN has done very well especially in promoting and developing self help groups and training facilitators.
· From groups meetings to huge growth throughout the UK and abroad. Not sure how much more you would like to achieve? 

· Many people raised the concern about the link between ‘mad’, ‘bad’ and dangerous. HVN’s profile needs to be raised more effectively amongst the general public and media - at present, witnessing the fulfilment of its aims feel more applicable to a limited section of people (i.e. the mental health community). More emphasis should be placed on alternative experiences, such as visions and tactile sensations.

· The aims are actually set at too low a level and are not sufficiently ambitious in terms of the potential HVN has to impact on changing current understandings of mental health.

· The aims need clarifying – e.g. promoting support – we aren’t providing groups.  Regional get togethers would be a good way to meet 2nd aim. 

· Operating a phone line and developing our web site would be a good way to meet our 3rd aim.

· It seems that there is still not sufficient provision. Many V/H do not seem to be able to access groups. 

· Self help groups provide an important source of support to people who hear voices but there are many people who do not know about them or feel able to attend.
· One respondent noted that they haven’t received the correct number of newsletters.
Additional note:

Several hearing voices group members were unaware that HVN existed. 
Consultation question 2:

What do you think we need to do to improve the extent to which we meet them?

· Approximately 32% of participants felt no further action was required. 
· The remaining 68% of participants suggested the following as possible improvement strategies:

· Using groups as a forum to promote ‘alternative’ therapies and coping strategies, such as relaxation, meditation, mindfulness.

· Being more industrious at raising awareness of voice hearing in local communities (and society in general).

· Being more proactive in challenging stigma and stereotypes in media.

· Promoting more effective networking between groups and providing information to help more people facilitate and establish their own groups.

· Hiring more paid staff to assist the smooth running of the network. Better levels of monitoring and communication with other groups in the network is needed. 
· Improving accessibility to resources within inpatient settings.

· Campaigning in schools. More work with children hearing voices to prevent them entering the mental health system and raising awareness with young people to challenge stigma.  

· Placing more emphasis on engaging families and friends, not just voice hearers themselves.

· Continuing to promote understanding, normalisation and holistic approaches towards a diverse range of experiences (not just voices).

· Raising HVN’s profile and recognition as a legitimate registered charity, not a marginalised group.

· Acquiring DoH funding.

· Ensuring equal levels of service provision across the UK (Lancashire, S.E England and Wales were all cited as under-resourced).

· Liaising more with psychiatry. More training for Drs, psychiatrists etc on the HVN approach. 
· Having a more substantive helpline and keep the quarterly newsletter going.
· More involvement of volunteers.

· More explanation of telepathy and psychic abilities.
· Make newsletter available in non mental health settings – to increase awareness.
· More booklets – on talking therapies, info for family members, children, nutrition, voice dialogue, medication, meditation, talking therapies, taking control, 3 phases, Romme and Escher approach etc.  

· Develop media work – media/speakers bureau.
· Link to Time to Change campaign.
· Aims should include:

· Race, religion etc to reflect diversity.
· That hearing voices is not an illness but a human variation.
· That voice hearers can live meaningful, productive lives WITH the experience of hearing voices. 
· HVN doesn’t make it clear that it includes visual hallucinations etc – could this be incorporated? Perhaps in a strap line on its logo? 
· “Challenging traditional approaches and promoting diversity and alternative explanations and approaches”. Several respondents felt strongly that more needed to be done to challenge traditional psychiatry’s approach to voices. However some people, especially some professionals I spoke with,  felt concerned that it was important that HVN’s message should not be ‘too radical’ as it might alienate some voice hearers and professionals who were attached to a biomedical framework. 
Consultation question 3:

Are the activities outlined above still the most useful way for us to realise our aims?

Approximately (84%) of participants felt they were. 
The following suggestions were also proposed:

· Re-opening the information and help line.

· Making full use of the internet.

· Promoting psychological therapies more assertively within the network, possibly by employing counsellors or therapists.

· Devoting more resources to educating the general public and fighting stigma.

· Doing more research and disseminating it more widely.
· Making links with other organisations and sharing resources – i.e. in Leeds – Medical Foundation for Victims of Torture.

· Make more links with human rights groups.
· More support for family members, carers and allies – which would provide more support for voice hearers.
· Use other mediums to promote our message – i.e. music, film, art – as many of our members are talented artists and these are powerful mediums. 

· Shift focus away from voice hearing to power relationships and how these are reflected through voices.  
Consultation question 4:

Do you think we need to change our aims or add new ones?

Approximately 67% of participants felt the aims did need amending and (33%) felt the aims did not need amending. 
However, potential additions to HVN’s aims included:

· More emphasis on publications and raising awareness.

· More emphasis on establishing an evidence-bases through conducting clinical/academic research, particularly the importance of delineating hearing voices from ‘schizophrenia’ and ‘why’ people hear voices.

· More information on unusual sensory experiences aside from hearing voices.

· Organising more conferences and workshops.

· Tackling stigma more assertively, possibly through advertising/consciousness-raising campaigns. 

· Need a publicity/press strategy. 

· To influence traditional psychiatry which still sees voices purely from the medical model.

· BME support groups are needed.

· Combat/challenge stigma and discrimination. 

· Encourage and support active participation, empowerment etc.

· 2nd aim – clarify that we don’t do the groups – we provide opportunities.
Consultation question 5:

What services that we currently provide do you consider to be essential?

Approximately (32%) of participants felt that all HVN’s services to be equally essential. 

The following were selected as particularly crucial:
· The newsletter - 36%

· Telephone helpline - 32%

· Training - 20%

· Promoting, developing and supporting self-help groups - 20%

· Providing publications - 18%

· Supporting voice hearers - 18%

· Self help groups with support/training for facilitators -10%

· Providing positive role models - 8%

· Campaigning  - 4%

· Conferences – 4%

· Web site – 2%

· Liaison with media  - 2%

· Outreach – home visits for those who cannot access groups  - 2%
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· Additional points:

· HVN is the only alternative to orthodox psychiatry and is therefore invaluable

· Re – Helpline: 

· If HVN cannot run a helpline then could we train Samaritans and Saneline in hearing voices awareness? 

· Helpline very valuable but if too resource heavy an advice and info line with signposting to more local resources – happening via national office and regions would be useful. 
· Could the regions share the running of a help line in the future? Could be free with shared phone networks i.e. Orange, O2 etc. 
· Newsletter is really important. Couldn’t it be produced more frequently? Could it be used to increase membership? 

· Importance of having a media presence - be the voice of voice hearers. Create a media pack with facts for journalists.
WHAT DO YOU THINK ABOUT THE PROPOSED WAYS FORWARD?

Consultation question 6:

Are these the best ways for HVN to achieve its aims, bearing in mind the limited resources available?
· 40% felt these activities were the most suitable
· 16% had no thoughts
· The following suggestions were also made:
· Continuous emphasis placed on the importance of voice hearers themselves, not professionals, facilitating groups.

· Providing necessary support and resources for more voice hearers to become trainers.
· Making sure raising HVN’s profile and establishing an HVN ‘brand’ does not compromise the integrity of its grassroots work and user-run origins and ethos.
· Producing more advertising and publicity.
· Making leaflets and newsletters available to download from the internet.

· Making website based film/video of real life experiences. 
· To offer workshops/training events to professional bodies/societies & NHS bodies to encourage understanding amongst staff groups.

· Could we encourage each hospital/ trust to have a worker who takes the lead on Hearing Voices work? 
· Diagnostic labelling needs addressing as everyone’s vision of schizophrenia is someone dashing about the streets chopping people up. That’s not me! 
Consultation question 7:

Which services do you think HVN should run in the future?

All of them 







            20%
Reopening the support line 


                                 12%

*Newsletter


                                                                 12%
Expanding website




                      12%
Training/supporting voice hearers to facilitate self-help groups   8%
Training 







             8%
Publications







             8% 

Campaigning 






             4%
Providing local one-to-one help



             4%
Employing counsellors and therapists



             4%
Providing crisis support





             4%
Raising Awareness                                                                               2%
Social networking groups                                                                   2%
*Additional points:

Several respondents made note of the importance of the value of the newsletter and suggested producing it more frequently and charging for it. Others also suggested making it available in non-mental health settings as a means of raising awareness. 

Consultation question 8:

What do you think about our structure and infrastructure?
· 48% had no thoughts about our infrastructure

· 40% described infrastructure as ‘good’

· 12% as ‘poor’ or ‘patchy’

Comments made included:

· The merits of regionalising the organisation - more support, more development, facilitators meeting, training etc.

· A more equal distribution of quality services throughout the UK.
· The importance of service-users and carers (in addition to trustees) contributing more to running the organisation.
· Making opportunities to become a trustee more accessible.
Additional note:

It is clear that many people did not feel adequately informed of our current structure, membership arrangements and other operational information to be able to comment. It may be worth providing existing and new members a pack which includes information about the structure of HVN and the background to our work, operational information etc, in the future. 
Consultation question 9:
Could you outline any thoughts or ideas you have about adopting a regional structure?
· 56% thought it was a good idea

· 36% had no thoughts

· 8% thought it was a bad idea

The following ideas were expressed:

· Regionalisation would be useful for organising training and conferences as well as taking into account local knowledge. 

· A regional structure is good as national structures can become too dominated by one region. It gives a chance for activists to work together with coherence and common aims.

· It is important that the national structure agrees and coordinates running congruent regional organisations (i.e. groups and organisations should be consistent with the HVN philosophy).
· Having regional leads to feedback to national organisation.
· Important to steer clear of too many meetings sub groups and unnecessary bureaucracy.
· Important to keep a central Manchester office.
· Using trained office staff to do admin work.
· The usefulness of compiling a database of groups.
· Doubts about costs, as HVN’s financial position is precarious.
· Concerns that these structures would cause a disintegration of the network. 
Additional Point:

Organisations currently involved in running groups expressed a strong interest in being the host organisation for a regional network if this approach were adopted in the future. There was also optimism that local statutory services would be willing to consider investing in such work.
Consultation question 10:

Could you outline any thoughts or ideas you have about changing/improving our membership structure?

· 60% of participants had no thoughts 

The following comments were made:

· Continue developing groups, particularly in areas where there are few available.

· Membership structure is open and encouraging and is not in need of amendment.

· Extending membership by advertising and reducing membership fees.

· Compiling a proper database of membership and membership fees.
· Would be happy to pay more membership if it helped to make the network more sustainable.

· Waged could pay more for the service.
· Emphasising that members who use medication and/or medical frameworks are no less valuable or welcome than those who cope without.
Ensure the network doesn’t ‘become too top heavy as is the case’.

· Finding easy ways of telling group members about the underlying principals and ethos of HVN

· ‘More acknowledgment and information needs to correspond between the network and the member. Members need to feel valued’. 
· Need to be clear benefits to members

· Put flyers in the newsletter for members to put in drop ins, resource centres, GP surgeries etc.
Consultation question 11:

Could you outline any thoughts or ideas you have about HVN’s relationship with associate trainers?

Approximately 68% of participants had no thoughts. The following points were made:

· The importance of voice hearers rather than professionals being trainers.

· The risks of HVN relying too much on the limited but conscientious voice hearers who currently volunteer.

· The importance of continuing to raise awareness and not underestimate the crucial role HVN contributes to this general process.

· Could there be an informal assessment – like teacher training – an evaluation of skills to become an associate. 

· ‘I am an ex HVN trainer – have been for years. No one has approached me to question what skills I can contribute. Like many others I feel I have a lot to contribute’. 
Consultation question 12:

Could you outline any thoughts or ideas you have about HVN’s relationship with regional networks – the role of the national office, affiliation arrangements e.g. The London network model?

· 68% of participants had no thoughts

· 20% stated they were unaware of the London model, but would like to learn more. 

· 12% made the following points:

The following points were also made:
· The national structure should agree and coordinate the running of the regional organisations.

· HVN should link with other agencies outside the healthcare sector, such as spiritual and religious groups.

· Very much like the idea of a regional structure and local network development. Would want it to be locally controlled and to be supported by NHVN. Local help with training and funding. 

· Clarify Charter – make it meaningful. Make it positive – emphasis on what it is not what it shouldn’t be. Charter needs updating and needs to reflect membership – i.e. – affiliated/full membership.
· Need to clarify affiliation arrangements so that regions aren’t in competition with each other.
· Important to protect the brand.
· Create a self assessment tool for groups.

Consultation question 13:

Could you outline any thoughts or ideas you have about ways for HVN to generate more sustainable income?

· Fundraising by having collections in local shops.

· Sponsored events, charity runs, e.g. the London Marathon, 5k breast cancer run/walk

· Increasing membership rates.

· A raffle.

· Asking for donations from members.

· Selling publications (although trying to keep others free).

· Developing links with universities.

· Seeking subsidy from other agencies/organisations (possibly a national charity).

· Apply for grants.

· Apply to local councils for funding for individual groups.

· Lottery grants.

· Publicity appeals via the media.

· One member offered to donate copies of her biography to sell.

· Local groups coordinating fundraising to donate to national HVN.

· Selling merchandise (e.g. T-Shirts, mugs, bookmarks, postcards).

· Conferences and training – providing events to professional bodies e.g. NHS, BPS for its members, etc. 
· Sell material at low price to users/survivors, high price to non users/survivors.

· Run a café.

· More patronage from industry for local groups.

·  Charity flowers (you are not on their list).
· Legacies/donations.

· Peoples millions.

GENERAL CONSULTATION QUESTIONS

Consultation question 14:
What are the three most important things you would incorporate into a statement about what HVN should be trying to achieve (i.e. our mission)
1. Opportunities for mutual support, solidarity and befriending.              24%
2. Promoting awareness of voices/visions in the context of normal experience. 
                                                                                     24%
3. Overcoming the stigma of unusual experiences by raising public awareness. 
                                                                                                24%
4. Challenging traditional understandings/fighting medicalisation of experiences.                                                                                               16%
5. Supporting self-help initiatives by and for voice hearers including development of groups, facilitator training, providing opportunities 
for on-going personal and group development 


         12%
6. Providing safe places and giving people opportunities to discuss problems without being judged or looked down on.                             8%
7. Providing public forums (conferences, newsletters, publications) to share understanding. Ensuring that conferences and events are affordable and accessible.




                      8%
8. A democratic approach to understanding voices/visions. 
           8%
9. Promoting positivity - recovery and getting on with life. 

           8%
10. Making mental health professionals more sympathetic, aware and 
less fearful. Providing training to mental health professionals. 
           4%
11. Supporting voice hearers to get the right medical treatment.
           4%
12. Promoting coping strategies.





           4%
13. Promoting understanding through research.


           4%
14. The individual’s choice of making sense of experiences.                       4% 
15. Opportunities to make sense of and own experiences.

           4%
16. Assurance that help is available without relying on medication, 
raising awareness of relationship between pharmaceutical industry
           and psychiatry and long term effects of neuroleptic medication.      4%.

17. Making sense of voice hearing as a meaningful response to life 

events.                                                                                                           4%
18. Promotion of World Hearing Voices Day.                                                  4%
19. Network development – local support, funding and promotion.          4%
20. More emphasis on celebrating difference.                                              4%

21. Campaigning for better understanding, a more holistic approach 
and challenging draconian laws. Campaigning is essential (call it challenging stigma and personal development - for funders!)             4%
Consultation question 15:

Are there any other areas of HVN’s activities or future you would like to comment on?

36% had no thoughts. The following points were also made: 

· Possibly change the name, as HVN’s work extends beyond hearing voices.

· Emphasising the importance of understanding voice hearing from a multidisciplinary perspective - developing on Romme and Escher’s pioneering research through involving anthropology, philosophy, theology and spiritual disciplines as well as psychology and social psychiatry.

· More, and more proactive, media work.

· More emphasis on alternative approaches like meditation and mindfulness.
· Attracting patrons is a good idea. They should have personal experience of voice hearing if possible but recognise need for others support as well. 

· It is sad that the phone line could not be continued. 

· HVN’s biggest downfall is that it has not looked out widely throughout the national groups and identified the wealth of knowledge and varying skills members possess. 

· I regret the attempted exclusion of professionals from our discussions as these people can contribute much.

· You need more ‘spin’, more advertising, more confidence.

· More publicity stunts and direct action to help raise awareness                  

· More info about the HVN to be made available – not all members of hearing voices groups know of the existence of HVN.
· Could we have advance notice of AGM? 
· Will there be a Spring Voices magazine this year?  Missing it!  If not, can I Iook forward to a summer edition?  Please don't re-structure your magazine.  I like it just the way it is!
Interested Organisations that responded to questionnaire: 
Christian Deliverance Study Group (works with the clergy to help support parishioners troubled by ‘paranormal’ experiences, or fears of possession).

c/o Canon Lisle Ryder

3 Lumley Terrace

Newton-le-Willow

Bedale

North Yorkshire

DL8 1SS

Julian Turner

Chief Executive

Leeds Mind

Stockport User Friendly Forum (STUFF)

The Well Being Centre

Graylaw House

Chestergate

Stockport

SK1 1L2

Positive Choices Recovery Centre

C/o Hillcrest Day Unit

Littlemoor Hill

Smethwick

West Midlands
Cygnet Hospital 

Beach Road

Kewstoke

Weston-Super-Mare

BS22 9UZ

Mind Oasis Hearing Voices Support Group

8 Woodside

Greenbank

Plymouth

PLA 8QE
Samina Allie

Psychologist

Hallam St Hospital

Hallam Street

West Bromwich

B71 4NH

Lydia Anne Price

Pembrokeshire Mind

The Old Wool Market

Quay Street

Haverfordwest
Evelyne Abrahams

Befriending and Hearing Voices Facilitator

Brent Mind

Hampton House

16 Dyne Road

London 

NW6 7XG
Other comments:
“Congratulations to all involved in this valuable and very worthwhile organisation. Wishing you every success in your aims.”
“Well done!”

“HVN is an important achievement.”

“I have found the work of the network to be an invaluable resource. Thank you.”

“Excellent events during 2008 – found recovery, voices and trauma talks invaluable and a real source of inspiration and encouragement.”

“I would love to see – as I’m sure you would –funding awarded to the network to enable it to continue to thrive.”

“Just keep doing what you’re doing!”
“The newsletter helps me realise I am not alone, reading about other people’s experiences helps me a lot.”

“You’ve done so well, in only 20 years.”

“I feel it is the work of HVN that has resulted in mainstream medical acceptance. This a major step forward and HVN should be congratulated.”

“Raising awareness and providing opportunities to discuss experiences have been important achievements”.

“The newsletter is important as it gives you contact, even if you can’t get to a self-help group”.
“Carry on the good work. HVN is extremely valuable especially to new voice hearers. HVN puts the experience into perspective. Knowing you are not a minority and there is support and information available is essential.”

“HVN has been important to me in empowering me to make sense of my voice hearing experiences/experiences of paranoia on my own terms. To gain ownership over my experiences despite attempts to pathologise them by psychiatry.”
                                                                                           HVN Consultation Report

                                                                                            April 2009, Jacqui Dillon
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