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User-controlled research project  

This is just a short update on the project Shaping Our Lives did on user-controlled research last year.  The project was called User-controlled research: what it is and how it should be done.  It was funded by INVOLVE, which used to be called Consumers in National Health Service Research.  We did four focus group meetings and other people sent in questionnaires with their views. 
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We have now finished writing the report and will be talking to Involve about the potential for doing more work about this. We will let people know when the report is available and when there is more news.

Michael Turner
Database
We are working with the Social Care Institute for Excellence (SCIE) and a service user reference group to develop a web-driven database of service user organisations. 
We hope soon to be able to invite you to become a member of this web based community.  At the moment this is in its early stages but we will keep you informed of progress.

Social Work Education

We are also working with the Social Care Institute for Excellence and another service user reference group to develop a strategy to support the participation of service users in social work education. 
Alongside the reference group we are holding four regional consultation days.  This strategy will be considered by other stakeholders such as universities and the General Social Care Council before being submitted to the Department of Health
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I am writing to let people know what progress has been following the production of the report on benefits and getting involved, Contributing On Equal Terms, which Shaping Our Lives was asked to produce by Health Minister Stephen Ladyman. 

I am sorry it has been so long since you have heard from us about this. It has been a very lengthy business. Many service users and others gave evidence about this matter and Michael Turner produced a report which showed that service users are experiencing many problems. 
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We met with Stephen Ladyman and he seemed strongly committed to improving benefits 

policy and practice. But so far, the Department for Work and Pensions and the Minister in charge, Maria Eagle, don’t 

seem to recognise that there is a problem which needs sorting out. 

In November, Michael Turner and I reported these problems at the national conference of INVOLVE -  the organisation which works to increase user involvement in research. 
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There were a lot of people who reported similar difficulties which they were experiencing. This is clearly a very big problem and many other government, voluntary and service user organisations are concerned about it, but getting no response.

We are currently seeking support to continue this work. We will keep you posted about progress on this. Please let us know if you have any more information which you would like us to be aware of. 

Peter Beresford, Chair, Shaping Our Lives
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A large and diverse group of service users and service user organisations took part in this consultation about adult social care services. We would like to thank all of you for giving up your time and sharing your thoughts and experiences with us. The report is based only on what service users said to us. It includes insights into:

· What is wrong with the services that people receive

· How to move to new improved approaches to social care provision and practice

· Service users’ own ideas, proposals, values and principles for a new vision of adult social care.
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We must have 
· Better funding and resourcing of social care and social care workers.  

· Less charging for service users - this stops some service users getting support they need.
We must build on
We must build on

· Examples of good practice; what service users value from workers

· A language of support rather than ‘care’

· Appropriate training and the capacity of user led training to bring about cultural change

· Involving ‘good staff’ in social care training

[image: image29.png]



[image: image5]
· Make things simpler 

· Safe ways for service users to assess or complain about services

· Efforts to address diversity and challenge racism

· Good models of day services AND employment schemes; choice - not one or the other.

The full version of the principles identified for a new vision for adult social care can be seen on our website: 

www.shapingourlives.org.uk
The full report will also be available on the website shortly.  
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We have been working on this Project, funded by The Joseph Rowntree Foundation, for two years. Many of you have helped us with this work. We would like to thank you all very much.

What was this project about?

Shaping Our Lives wanted to explore and support the development of local user controlled organisations and we wanted to develop service user knowledge, which means those things we know because we have had experience of them. 

What did we find out?

Here are some of our findings:

* Service user groups and individual service users can be isolated with little knowledge or contact with other service user organizations, locally, regionally and nationally.

* Service user groups generally have no secure funding. There 
is an issue that many service user organizations have to become funding led rather than led by their own concerns and principles.
* Lack of secure funding can be divisive as service user controlled organisations have to compete with each other for the same funding.

* There are major gaps in the types of user controlled organizations that exist in most areas

* There is a perception amongst some service users that, in practice, not all groups who claim to be user controlled are controlled by service users.

There is recognition amongst service users that they are the experts by experience but that their knowledge is not valued by professionals. There is also a perception amongst service users that professionals have a tendency to only understand ‘access’ in its narrowest terms.

What Next?

People told us that they thought that service user networking must be encouraged and strengthened. We are now looking at ways that Shaping our Lives might be able to do this. 

People also told us how important it was for service users to be meaningfully involved in the services they use. We are using the evidence from this work in all the work we do to fight for full and equal involvement in the services we use so that we can have choice and control in our lives. 


Well it could be if you’re up against the Mental Capacity Bill. The Mental Incapacity Bill (the title’s a dead giveaway) has now had its name changed to the Mental Capacity Bill. The change means very little - except the first title was at least an honest one.  It could also be called A Government Guide to Disempowering Already Vulnerable People Bill, but that would probably be way too honest for any proposed legislation.

As disabled people we have fought hard and long for our voices to be heard and not only to be seen as vulnerable people. Yet there is no denying that we are, because we’re still fighting for full Civil Rights. Having said that, this is a time in the history of disabled people when the Disability Discrimination Act is being felt throughout society 

– all those poor local authorities, businesses and organisations 

having to make their premises accessible.  We also have a 

Disability Rights Commission and lately European Directives which uphold rights for disabled people in employment. 
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It would appear that liberation for disabled people has arrived after centuries of soul-destroying prejudice and discrimination! Call me a cynic but isn’t it quite a coincidence that now we are having Bills pouring through Parliament -The Mental Capacity Bill and The Mental Health Bill – all of which profess to empower those who are already empowered. Too much of a good 

thing wouldn’t you think?

On the strength of the articles and quotes from some MP’s or leading figures of various organisations – all no doubt carefully selected for their “caring” views - The Mental Incapacity Bill ( I prefer the honest title) seems to be a very forward thinking piece of work. Even reading the Explanatory Notes to the Bill where the words ‘Court of Protection’ spring defiantly out from the very front page, you could almost believe that we do live in an equal and progressive society where everybody is treated with respect and dignity.  
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But no one who is concerned about civil rights would be fooled by phrases contained within, like ‘Persons who lack capacity’ nor the chilling definition that follows:

  “A person will lack capacity if, at the material time, he is unable to make a decision for himself in relation to the matter because of an impairment of, or disturbance in the functioning of, the mind or brain. It does not matter whether the impairment or disturbance is permanent or temporary”

This is but one of the many disturbing phrases and explanations that pepper the Bill.  
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Then there is a whole section devoted to the person(s) who will have the power if you happen to fall into the above category. This is someone chosen by the Courts and applies to what is called ‘personal welfare’.  This ‘appointed deputy’ will have the power to decide where you live and who you can or cannot see. They can also ‘give or refuse consent’ to medical treatment. 
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This includes instructing doctors not to give life-saving treatment. But the horrifying fact is that ‘treatment’ as defined in the Bill includes “a diagnostic or other 

procedure” which could include something like tube feeding.  But as The Society for the Protection of Unborn Children point out, “Food and fluids delivered by tube is not “life-support” or “medical treatment” but basic care.”
So this wonderful Bill that is being heralded in by organisations such as Scope, MENCAP and National MIND as protective legislation just happens to contain all the legal power to kill someone who is deemed to lack capacity.
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I am shocked to hear that National MIND is supporting this Bill although they say it does not give “sufficient protection for psychiatric inpatients who lack capacity”.   According to MIND’s statement “Patients who lack mental capacity but do not resist hospital admission or treatment are rarely sectioned”.
In other words those who are users of the mental health system and are not sectioned 

but are nonetheless judged not to be capable of making a decision for themselves will be left to the ‘care’ of legislation - courtesy of The Mental Capacity Bill of course.  

So who’s going to care when this happens? Who’s going to speak up? 
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Mental health service users have fought for years – and are still fighting to be taken seriously, to be treated with courtesy and respect. To have their own voice heard – not the voice of their psychiatrist, social worker or family member. How seriously are people taken when they reveal that they have used or are using mental health services? Why is there a need for legislation currently being pushed through Parliament requiring employers “to make adjustments for people with mental health conditions.”  

With or without advocacy this Bill brings all the dangers that mental health users face when 




I am a relatively new recruit to the Shaping Our Lives Management Committee.  As such, I have been asked to write a little piece about myself. Well anyway, it's not a job I enjoy very much, talking about myself.  

Some people reading this, may remember me by the name of Ayesha Vernon. I will say a little later as to why I changed my name. 

I am visually impaired (or totally blind except for light and dark perception) and a proud survivor of the mental health system. I say proud, because, well, who wouldn't be proud to survive in the face of such awful treatment...! I was born in India. I went blind at the age of four after receiving treatment for Meninjitis. But hey, I am lucky to be alive, given 30 odd years ago (giving my age away now) in rural India the chances 
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of survival against such an awful thing as Meninjitis were pretty slim, one might say. I had no education in India. There was no provision for visually impaired children where I lived. 

I came to Britain at the age of 14 and attended my first school at the age of nearly 15. At this point, I had to first learn the English language before learning to read and write and then think about catching up with the other children of my age. I went to a segregated school for visually impaired children where I experienced pretty awful racism from the white children who thought it was ok to make fun of 

my English and throw the heavy Perkins Brailling machine at me and call me names. That is if they weren't trying to persuade me to do their home work for them, for I had been labelled a swot because of my hunger for knowledge. 
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After that, I went to a further education college which was also segregated.  So in all, I spent six years in segregated education. I have to say, for me, segregated education was my saving grace (no pun intended!). 

Why? Because my being away from home and my father's control meant I could be more or less free to do what I wanted. I don't mean anything too wild like drink, drugs and sex or anything like that! 

But just normal things like being able to wear what I wanted and generally be free to express myself like most teenagers want to. So I know it's not PC to say segregated education was great, but it was for me. 
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Then I went to a university and did a BA in Urban Policy, Race Relations and Afro-Asian Studies. University was again a challenge of a sort. I was told at my interview that they had no prior experience of students with visual impairment, but that they would take me on as a trial to see how I got on. I felt an enormous pressure because I thought that I would be letting anyone who came after me with a visual impairment down, if I didn't succeed. 
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Then there was the added fact of having two heads... Well that's how it felt when the warden of the hall I was in said to me on my first night there "Don't expect to make friends too quickly, most people have never met a handicapped  let alone a coloured too". Well, after that wonderful welcome I nearly packed my bags to go home but then life at home was pretty unbearable. I decided to bury myself in my studies and not expect anything from anyone. So life at university was pretty lonely.

After graduating, my first job was with the RNIB for six months as a Braille proof reader. 
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There again, I encountered an ism. Despite having passed a special Braille exam and reading 90 pages a day when you were only required to read 40 for the job, my white supervisor took a dislike to me and conspired to tell me that my English wasn't good enough and that I was sacked. Here's where my degree in Race Relations came in handy because I asked for the reasons for my dismissal in writing. Guess what, they withdrew the dismissal and relocated me to the role of general dogsbody. After that, I went to work in a race equality council. I had some wonderful colleagues at this place. However, there were one or two who resented my being young, disabled and capable, i.e. being qualified to do the job. 
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They lodged grievances against me which under scrutiny came to nothing. From there I moved on to teaching in a further education college where I stayed for 3 years.  At the same time, I started in part time education to do a PhD in disabled black women's experience of education and employment. [image: image18.png]



Having found nothing in the disability, feminist or antiracist literature about my experiences in education or employment, I thought the best way to find out if my experiences were unique was to talk to other disabled black women. Of course, you will not be surprised to learn that unfortunately my experiences were anything but unique. Subsequently, I got into teaching and research and the academic life where I still am today. 

So, for someone who didn't want to talk about herself, I'm afraid I have gone on for too long, that's always my problem, getting me to shut up.... Anyway, let me finish off by telling you why I have changed my name, which many of you may be wondering. At birth I was given a name that was different from Ayesha and even more unpronounceable. When I was fifteen, one day I had just come home for the weekend from school. To my great puzzlement the family started to 

call me Ayesha. Apparently my father had been to see a devout priestess about his worries over what to do with me (because having a disabled young woman reaching marriageable age was a great burden to him). She had told him to change my name and not to worry as everything would be fine. There was no consultation as to whether I had any thoughts about my name change or anything like that. So after becoming a Christian quite recently and reflecting on my life as one does, I decided to give myself a name which I could choose and one which had a spiritual meaning for me instead of some priestess. 
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So Grace Wise is what I aspire to be. I don't know that I will ever get there for it is a lifetime journey, but it is good to have something to aspire to, especially to something that is much bigger than oneself. 

Many thanks to Grace for sharing this with us.  We would be pleased to hear from others who have stories they would like to share.

I happen to be one of those people

That people call insane

My doctor says it’s got something to do

With the chemicals in my brain.

I’ve also heard it’s hereditary just one of those

Things that happens to some.

What ever it is, because of it. I’m forced to have 

Injections in my bum.

I’m classified dis-abled

Definition she’s lost her mind.

But something tells me they’ve got it wrong

And they are the ones who are blind.

I think I’ve had a spiritual experience

But they say that I’m mentally ill.

I think they just like giving pills and injections

It gives them some sort of thrill.

They say it can happen to anyone

But there’s little empathy for the unfortunate few.

And according to statistics

It’s happening to those with a darker hue.

What I need is research

How’s and when’s and why’s

What I need are honest answers

Not blatant open lies.

When will someone look into my experience and listen to me

Because I don’t think I’m mad.

But until someone does I’m one of those people

And to be honest that makes me quite sad

© Patricia Chambers

Patsy Staddon, once classified as “an alcoholic” and “an epileptic” has been researching women’s alcohol dependence and its treatment, from a sociological perspective, for the University of Plymouth. The work itself is funded by the Avon and Wiltshire Mental Health NHS Trust, which supports the concept of service user led research. 
During the last year she has conducted semi-structured interviews with women in the Bristol area who volunteered to talk to her after she had advertised in the press and on the radio. Pseudonymity was assured, and Patsy’s own background was a major factor in obtaining the women’s confidence. All the women who 

came forward had suffered 

mental health issues such as panic attacks, depression, self-harming, stress and agoraphobia, as well as addiction to alcohol. Later about half decided to meet up 

in focus groups so that the major issues could be discussed, and most of these women are now involved in a self-help support scheme, meeting up on Saturday afternoons to talk and go out together.

The material from the interviews and focus groups has now been analysed, and academic papers presented and offered. In a nutshell, the women who came forward were saying that the attitudes of GPs and treatment staff were often judgmental and hindered their recovery - they felt they were being treated as lesser beings, and were
 
sometimes made fun of. Far more training was needed for staff, and a different ethos needed to prevail in many places. Single sex counselling was seldom offered even though research has consistently shown that women need this facility. Similarly, even treatment agencies in this multi-cultural city had no firm arrangements for women with disabilities or of minority ethnic groups; no printed and other material in different formats or different languages. There was heavy reliance on the use of Alcoholics Anonymous, which, while cheap, is not every woman’s cup of tea, and there was minimal provision for after-care.

The next research project, starting now, entails interviewing doctors and treatment staff in the area, to gain their perspectives on the situation. Patsy feels very nervous about this, but finds that it becomes much less frightening when she remembers the distress of the women she has interviewed!

Patsy Staddon is a member of Shaping Our Lives National User Network
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We would be interested to hear your views on this.  If you have comments on this article or on aspects of the Mental Capacity Bill, please get in touch with us at Shaping Our Lives: 





By post - Unit 57 Eurolink Centre, 49 Effra Road, London SW2 1BZ





Email: � HYPERLINK "mailto:information@shapingourlives.org.uk" ��information@shapingourlives.org.uk�





Telephone: 020 7095 1159
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being forcibly sectioned. Yet National MIND believes this to be an acceptable Bill. Not even under a section can people (legitimately) be killed by withholding their basic medical care such as food and fluids. Perhaps mental health users will decide to just take their chances with the mental health system instead. 








Start From Our Experience: Service users’ vision for adult social care








Shaping Our Lives National User Group member, Grace Wise, shares her life journey… so far… 














A report back on Patsy Staddon’s research into women’s alcohol dependence and its treatment.
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Welcome to this issue of the Shaping Our Lives Newsletter.  We know it has been a while since the last issue, so hope that you will read on to find out what we have been busy with!








  The Mental Health System…


the safest place to be.





  Gloria Gifford, Membership Officer of GLAD (Greater   �  London Action on Disability) and member of the Shaping �  Our Lives National User Group gives an insight into the �  Mental Capacity Bill





This is a frightening and dangerous Bill especially as many people will not even know that their ability to make a decision about their lives could very soon be jeopardised.





Who would have believed that the mental health system would turn out to be a safer place to be? 


           











The Shaping Our Lives Newsletter is published 3 times a year.





We welcome comments and contributions!
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