EMPOWERMENT AND PARTICIPATION IN HEALTHCARE

Self-Help Support

Personal Perspectives from Roberta Graley-Wetherell & Andrew Wetherell

I first became aware of the amazing power of self-help support when I was receiving in-patient treatment for depression back in the early part of 1994. This followed an eight-month struggle with the illness, which culminated with the loss of my job in December, 1993.  

Anyone who has a first-hand experience of the nightmare scenario of depression & anxiety will be well-aware of just how awful it feels and how an individual can feel totally isolated and devoid of hope. Shortly following admission for treatment and having met a number of other service users who all had various types of depression, I was astonished to learn that there were other people like me ~ people who understood what I was going through, who accepted me and who offered me unconditional support, respect and empathy.

A highly significant factor in the self-help process is the excellent factor of it usually being a mutually beneficial process for all those involved. It appears to me that all too often we see or experience too many one-way experiences in life, and to be part of something which is broadly of mutual benefit to all participants has to be a worthwhile and highly positive use of time.     

Whilst the care and treatment I received during my stay as an in-patient was of high quality and of great assistance to me, I would have to say that the largest single factor which was of the largest benefit to me was meeting other people who could empathise with what I was experiencing. All too often during my illness, I was given the useless advise of “pull yourself together” by a selection of colleagues & friends ~ something which the group of people I met during my in-patient admission would never have said because they knew it was one of the worst things you can say to someone in that situation.

Whilst one door shut firmly behind me following the loss of my job, a whole array of other opportunities opened up as I recovered from my depression. In the spring of 1994 and fuelled by the enlightening experience of meeting other people with similar problems to my own, I spent the next two years working on a voluntary un-paid basis setting up and running self-help support groups in my home town.

In conjunction with someone I met whilst receiving treatment, I set up and ran a self-help support group for people with the broad range of mental health problems. Having received so much from others in my own personal journey, I started off and continued with the philosophy of “perhaps I can help just one other person” ~ knowing how devastating mental health problems can be, I just wanted to share my experience and hopefully assist others in dealing with their problems.

Pleasingly, I have learnt that the group I founded has helped a number of people ~ not just the one I had originally hoped for and this is, of course, a wonderful reward and most reassuring. It also has to be said that whilst I was engaging in the voluntary work I was helping myself as well. It gave me a purpose in life, something to focus on, a structure to my day and also assisted me greatly in building up my self-worth & confidence. Ultimately, it led me into a new and far more enjoyable and rewarding career in the mental health world for which I am very grateful indeed.

The general mental health self-help support group I founded and ran led to me helping to facilitate a more specialist group for people with Obsessive Compulsive Disorder and associated illnesses. Again, this was a most positive experience for me and the group helped a large number of people to help themselves through the sharing of experiences, unconditional acceptance, support & empathy ~ all of which took place in a mutually beneficial way.

So far as self-help is concerned, for me the philosophy behind it is very akin to the proverb about if you give someone a fish, you feed them for a day, but if you teach them to fish, they will be able to feed themselves for a lifetime ~ simple but largely true. 

Another observation I have in relation to self-help support is how very universal it is. It really doesn’t matter if the subject area is mental health, cancer, bereavement, victims of crime, etc. the core values and principals hold true and are equally valid across the spectrum. I guess this also means, generally, that there really shouldn’t be any need these days for anyone to be isolated, struggling on their own and not having someone to turn to.             

However, one of the problems facing self-help initiatives is the issue of funding and there are so many good groups grinding to a halt just because they cannot pay their rent to meet up once a week. Sadly, it seems to me that there are still Health, Social Services Departments and other organisations who just do not understand how powerful and cost-effective self-help can be. It’s the old saying about some people know the cost of everything and the value of nothing ~ this is a culture we need to get away from and education of the powers that be may have an important role to play. 

Probably one of the best examples that exists of self-help is, of course, Alcoholics Anonymous which must be the biggest and most successful self-help organisation in existence. I think it’s wonderful that wherever you may happen to be in the world, the chance is there will be an AA group meeting within reasonable access! Their tried and tested twelve step approach has also been adopted for other uses such as Narcotics, Gamblers, and so on; again proving the massive value and universal application of self-help.  

Below I have listed just a few pointers / key issues to remember which I found of assistance when running a self-help support group:

· A structured approach is usually helpful, so there would be a start and finish time together with some basic ground rules such as:

   

( No racist, ageist sexist or abusive remarks

( Only one person talking at a time

( Respect others in the same way you expect to receive respect

( No one should be pressurised to speak, but the facilitator(s) will actively encourage and 

Support full participation of everyone

( Confidentiality ~ The AA Yellow Card approach of “Who you see here, what you hear 

here, when you leave here, let it stay here” is a sound one

( Let the facilitator(s) know if there is any way the sessions can be improved

· Good facilitation is essential ~ AND AN ART! There is a need to assist quieter people to speak when they want to and also to know when and how to stop someone who is unfairly monopolising the session to the detriment of others

· No giving of advice! The focus has to be on the sharing of experiences and of mutual empathy

· It is important to exchange contact details with others within the group as appropriate in order that people have access to mutual support and understanding between meetings

· It can be helpful to engage in social activities together outside of the group setting

· All participants need to be encouraged to have an ownership of the group. For example, one person might bring the milk and sugar, another the tea, and so on.

· There can be quite a bond which develops between people who come together with a common problem in a mutual self-help support forum 

One key issue of concern for me is how easy it can be for a highly motivated and enthusiastic person to get “burnt-out” whilst running a self-help group. As with most activities, (e.g: the local tennis club) a great amount can be left to one or two main individuals. This, I believe, needs to be avoided as far as possible with the various tasks within the group being shared. This not only leads to reduced pressures on the one or two naturally active individuals, but it also assists all participants to have that ownership of the group mentioned above.

Finally, I feel I ought to thank all of the individuals who originally inspired me to get involved in the self-help movement ~ I owe them all a debt of gratitude not only for their inspiration but also for their invaluable support ~ there are a number of them but Pat’, Eric and Len’ are all people I owe a big thank you to. Last and certainly not least, I owe a really big thank you to my Mum & Dad whose unconditional love and support has always been there underpinning whatever I do.

Andrew Wetherell   

It was way back in 1982 when I decided that maybe what I needed was help of a different sort. I had been experiencing mental health problems since I was sixteen ~ now I was twenty seven and not much further down the path of recovery than when I first sought help from the statutory psychiatric services. I was on my eighth admission to the local psychiatric hospital and repeating the same pattern yet again, mental distress followed by “self medication”  (taking the form of excessive drinking and drug abuse), which again would lead to even more mental distress. I needed to break the cycle so I decided to go to a self help group. Unfortunately there was not a lot around at the time so I went to A.A. - at least I could address part of my problem!. 

What I did find was a lot of support and empathy and more importantly I felt I wasn’t judged. I was not made to feel that I was a weak or lesser person because of my problems. I was with people who really understood that sometimes reality can be so painful and intolerable that the only way to survive is to escape ~ even if it is only for a short while. What I also was forced to face was that until I really addressed what was happening to me and why, then no matter how stoned I got it would still be there when I eventually came back to reality. Talking with these people who had similar experiences gave me the strength to start on my road back to a tolerable reality. I gained so much knowledge from these new friends that I learnt how to manage my distress better, to recognise that there were certain situations that triggered my anxiety and that these were to be avoided whenever possible ~ or I needed to keep a degree of control over them. I not only learnt my coping strategies from the group but also by seeing how members had climbed back from greater depths than I had reached gave me the confidence to start my own climb back. Having such good role models who were there at the end of the telephone for me whenever I needed extra support was invaluable. 

I knew this was not the only model and decided that maybe others would benefit from the simple open and honest forum of shared experiences. To this end I set up a group for anyone who had a drug problem or who were affected by drugs in their lives. It was attended by recovering addicts, carers, friends and families of addicts and occasionally addicts who were still using drugs (usually going through a withdrawal programme). This for me was quite an exciting part of my life. I was taking the initiative to develop a group which might lessen others distress and this was probably the first time since I was a child that I was doing something I felt really positive about. The group was quite successful and eventually I moved on but the group continued ~ its natural progression was that it developed into a relatives, friends and carers’ group. Later with a friend, I set up a Narcotics Anonymous group. This was around 1984 and much to my delight I heard recently that the group is still running and has helped hundreds of addicts in my home city. 

I was very much involved with other projects as well as the “Twelve Stepping Groups”. During my spare time I enjoyed doing voluntary work and some of this work brought me into contact with self-help groups of all kinds. I spent six weeks of one summer working on a school holidays play scheme for families with children who had disabilities. The scheme was set up and run by a self-help group called “Smile Don’t Stare!”. The group was for parents and families with children who had severe learning difficulties, physical disabilities and terminal illness who had negative experiences trying to get their children onto regular summer play schemes. 

They found when attending the group that many of them were dreading the long summer break when schools closed for six or seven weeks, for whilst their able-bodied children were welcome to join the local community schemes, the children with disabilities were not allowed to join them. This caused  many problems. Firstly, the child with disabilities was yet again being excluded, there was dilemma of do you allow the other children to go to schemes which excluded their child with disabilities, and finally the total exhaustion they felt when having to care for the children all day every day for several weeks without a break and with no help.

The group managed to secure some funding from the local authorities and a youth club allowed them to use their premises during the day free of charge. They then recruited volunteers to help out. These were not just friends and relatives but some students who were on their summer break helped out too. They arranged activities and games for the children and a day trip to a theme park , zoo or such like once a week. The most rewarding part of the scheme was that all the family could join in and the children made new friends ~ particularly the ones who were able bodied could share the problems they had living with a sibling who had severe disabilities. Self help for kids! We often overlook the fact that children living in families with these problems also need support. It certainly taught me a lot about all kinds of disabilities and about carers needs. It was also one of the best summers I have ever had ~ I really enjoyed myself.

During this time I had also got involved with self-help of a different kind. The kind which is about self- advocacy, patients’ rights and campaigning. The psychiatric services were still playing a big part in my life and although my days of drug abuse were now behind me, I was still having regular treatment for depression and anxiety problems and other residual problems from my youth like eating disorders and self-harm. Although the services were doing all they could, I felt they were doing it to me rather than it being of my choosing. I decided that I wanted to do all I could to change the system so that it better met the needs of people like myself. I joined the newly formed Patients’ Council which was the first in the United Kingdom. This was exciting and ground-breaking work and we were all bonded by a common cause. I am lucky enough to still have some of those people in my life and they are still one the people I turn to when I need support in my life. 

It was around this time that I moved to another town. I gave up my “normal” job and decided to devote my time to the development of what is often called the Mental Health Service User Movement. I set up and facilitated groups in the town I had moved to and the local psychiatric services were extremely supportive of these initiatives. The local Social Services allowed us to open the day centre at the weekends and have it as a service user-run drop in. We had a social group for people who found it hard to mix and also arranged theatre trips, visited art galleries, had days at the coast or simply an evening at the local pub.

I also set up a Patients’ Council in the local acute unit which could raise issues which affected many or all of the patients. In addition, I managed to obtain funding for a local telephone help-line. This was initially for people who were in emotional distress and wanted to speak to someone out of normal statutory services hours or who didn’t want to access statutory services for whatever reason (often because of the stigma associated with mental illness). It was through this work that I identified another need which was not being met in my local area.

The small rural town I had moved to was very friendly but could also be quite judgemental and sadly people were not very well informed about certain things like mental health and  HIV / Aids issues. I had to go into the local hospital for a routine operation and I had already had my pre-med. I was waiting to be taken down to theatre when one of the doctors noticed on my notes that I had a history of drug abuse ~ he then came to see me and in a very loud voice on an open ward demanded to know if I had been tested for HIV recently and if not then he said they must do it now to ensure his staff were not infected as I was a high-risk patient. I was extremely distraught and I agreed to the blood test. The doctor who appeared in gown, mask and gloves took a sample of blood but managed to spray it up the side of my locker and part of the wall. This threw everyone into a panic. 

A nurse appeared a few minutes later in similar attire but holding a bottle of bleach and a jay cloth! She scrubbed and cleaned and eventually I went to theatre. I was discharged as soon as I could stand on my own and they even paid for the taxi home. It felt like they couldn’t get rid of me quick enough but I didn’t complain ~ I wanted to get out of there as soon as I physically could.

The whole experience left me traumatised and I needed to talk about it. I couldn’t find anything in the local self-help directory and ended up telling my therapist about it. He was appalled and put in an official complaint. I heard nothing for several weeks, then, out of the blue, came a call from the Aids Liaison Officer ~ she left a message for me at the local MIND office where I worked in a voluntary capacity. I was frantic when I got the message to call her and a colleague sat with me for an hour or so discussing all the possibilities. I naturally thought that they were calling about my blood test and I, of course, feared the worst ~ even though I didn’t know of anyone who I had shared needles with having been diagnosed HIV Positive, there was always a chance. Eventually, with my colleague holding my hand, I rang her back. She didn’t know anything about my test and had only called to ask if I would be willing to help her set up a self-help support group in the area for people living with HIV and Aids. 

When she heard my story she was absolutely livid and supported my complaint. Eventually, I got an apology from the local hospital and I decided that I would approach them for funding to set up telephone information and help line for the area. Using the “Carrot and Stick” approach, we explained that it would be much to their credit if they set up such a service in a rural area (it was only 1989 and there were very few areas with such a provision). Further, I promised that I would not sue or go to the press with my story if they did this. We got the funding. In 1990 we managed to run a training programme facilitated by trainers from the National Aids Line and we were up and running by the end of the year. We managed to allay many peoples’ fears, persuade people who were at risk to get proper medical testing ~ with pre and post-test counselling ~ and to make quality information available throughout the region.

All throughout this period I was still working in the Mental Health Service User Movement and had now managed to not only be participating in services at a local level but also nationally as well. Locally I was part of several planning and strategy groups and nationally I had joined the Department of Health on their Mental Health Task Force. This for me was a great achievement because at last I was not only participating in the changing and improvement of local services, but also influencing Government Policy.

In 1992 I was invited to a conference in Holland to explore the possibilities of setting up a European  Network of Mental Health Service Users ~ it was amazing! Over sixty service users came from twenty six countries all had such varied and differing experiences and yet they all shared a common experience of being totally disempowered by the services which were supposed to be there to help them. I joined the steering group and then became a member of the committee and eventually was voted in as the Founder Chairperson in 1994. It felt quite far removed from the experiences I had as a sixteen year old in total distress and with no one to share it with. Now I had friends all over the world who understood; didn’t judge and totally supported me.  Seeing colleagues from Eastern Europe who had struggled to get there and were fascinated by the food available in the Hotel restaurant made me realise just how important it is to offer support to our peers. We were all there because of a common experience, an experience we felt others would not completely understand unless they themselves had been through it ~ the common experience of having a Mental Health problem which is often labelled as abnormal, unacceptable and leaves people being stigmatised by the rest of their community. The social issues of our respective countries and our cultures were swept aside and we became bonded in a common experience. 

Whilst I was the Chairperson of the European Network I was asked to go to several European Parliament advisory groups about disabilities. It was at one of these meetings that I met Terry. He was heavily involved with a peer support / self-help / campaigning organisation called The UK Coalition of People Living with HIV and Aids. Terry was extremely interested in my work back home in the field of peer advocacy. I had been working for the United Kingdom Advocacy Network ~ a national umbrella group of Advocacy Projects, Service User Forums and Self-Help Groups who are involved in planning, informing or trying to change the service they use. Importantly, all of their affiliated groups are specifically run by and for people who have experienced emotional distress / mental ill-health. 

When we returned to England, I travelled to London to meet up with Terry and some of his colleagues. We put in a funding proposal for a peer advocacy project in Kensington, Chelsea and Westminster ~ a London Borough with a high population of people living with HIV or Aids. It was accepted and we advertised for volunteers and then ran a training programme delivered by myself and the project co-ordinator. We based the project on peer advocacy in Mental Health but we adapted the training to meet the needs of people living with HIV or Aids. It was most successful and eventually the service was extended to Manchester and now is growing still. An example of how self-help groups can learn from each other!

I now jointly with my husband, Andrew, run a commercial mental health consultancy. We do lots of training, service development, research and evaluations. We work mainly in Mental Health but we are happy to take on work from other areas as well and this is thanks to the confidence, knowledge and skills that I feel I have built up during my time in self-help. Unfortunately, we have to work on a commercial basis because we have to pay our bills and put a roof over our heads. Self-help groups are usually free to attend, unless they ask for a small donation towards running costs. All the hours spent supporting each other are given for free, the administration and facilitation is again often on a voluntary basis. It is an area which attracts very little funding and yet no one denies that the services provided by self-help groups are often much more effective in the long-term than statutory services. Therefore, I plead with anyone reading this who has the power to allocate budgets not to forget how cost-effective self-help support groups can be. Please spare a little of those precious funds to bridge a gap often identified by service users, but all too rarely addressed by service commissioners.

Roberta Graley-Wetherell
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