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Thank you.  It’s a pleasure for me to be invited to speak to you today about a subject which I care about a great deal, which is Managing a User-Led Organisation. We hear a lot about ULOs these days, and we are led to believe by Government that there are new opportunities which if you are a ULO may give you a specific advantage.  You may be thinking it’s a style of organization that would suit your own charity. 

I am going to start by defining what is meant by a User-Led Organisation. I am then going to give you an insight into my own organisation which is the Gloucestershire Deaf Association, and I am going to explore with you how we have at times slipped into the inevitable pitfalls that can come with being a ULO. And more recently have come out of that to achieve something better.
All of you today have your own charity hats on and you may wonder how relevant it is for you that I describe GDA’s history and current position in relation to this topic.  I hope that during this speech, as I describe GDA’s journey, there will be things that strike a chord and perhaps give you food for thought.

Let’s start with what we mean by a User-Led Organisation.

What is a ULO and what does it do?

The Social Care Institute for Excellence offers the following as a basic definition

A ULO is an organization that is run and controlled by people who use support services including disabled people, mental health service users, people with learning difficulties, older people, and their families and carers.

The Dept of Health has produced a 21-point design criteria to describe what a ULO looks like and the sorts of services it provides.  I am not going to go into the detail about this today, but we should perhaps look at the three broad areas this 21-point design criteria covers:
1. The VALUE base of a ULO This essentially promotes the social rather than the medical model of disability. That is to say, a ULO promotes the idea that disability is caused by the society in which we live.  A wheelchair user is not actually disabled in an environment which has been adapted for his needs, say to use public transport or gain full access to buildings.  The hearing loop in this room enables me to present this speech. Without it, not only would I probably find it impossible to give the speech, I wouldn’t be able to come and hear any other speaker either.
2. The next area in the Dept of Health’s design criteria is concerned with how a ULO is governed and managed, GDA is part of Gloucestershire’s only ULO Hub, along with Gloucestershire Lifestyles, Carers Gloucestershire and GOPA (Gloucestershire Older Person’s Association). As an example of the special criteria set for a ULO, our consortium – called Gloucestershire Choice Network -  works to the guideline that EACH organization must achieve or be working to achieve a management committee where 75% are service users.
3. And finally, the design criteria offers guidelines on the sorts of services ULOs provide. There is a whole list of these, but high up on that list is self advocacy and peer support. In other words, services which give more of a voice to the service user.

SO NOW WE KNOW WHAT A USER LED ORGANISATION IS – AND IT ALL SOUNDS SUCH AN IDEAL DOESN’T IT? - HOW DO WE MAKE THIS WORK IN PRACTICE?

* * * * *
To begin with. It doesn’t take a genius to figure that admirable as the idea of a User-Led Organisation is, it’s actually much easier for some organisations to achieve than others.  I would suggest for example that it’s probably much easier for charities that support older people, carers, or the physically disabled to manage a successful ULO than it would be for charities which support, say, those suffering Alzheimers, mental health issues or, dare I say it, Deafness.

Now why would I say that? Gloucestershire Deaf Association has since its inception in 1919, as far as I know, always been a User-Led Organisation. The distinction I am  making is that it is one thing to be a ULO in theory, it’s quite another to make it work successfully in practice.

Gloucestershire Deaf Association, or the Diocesan for the Deaf as it was then know, was right up until about seven years ago, focused almost exclusively on the needs of the profoundly deaf – i.e. those born with no sound and who grow up with British Sign Language a their only means of communication. For this group, to be user led was and is not just a luxury but actually the only way of getting support. The Deaf Community even today is so sidelined from mainstream hearing society that it is effectively a self-contained society within our society.

For many Deaf people, to communicate orally, and to read and write in English – a language which can be a poor second choice at best for them – is as much of a holy grail as it is to ask our wheelchair user to get up and walk.

So was being User Led in the best interests of the Deaf Community all those years?  And is it still the case today?  

The problem is revealed if you look at GDA’s history.  The organisation has been around for 92 years.  For 85 or more of those years, my guess is the vast majority of people in Gloucestershire didn’t even know the charity existed.

It has to be said that for any charity to have been around for nearly 100 years is admirable, and nobody understands the challenges faced by Deaf people than Deaf people themselves. But would that organization as it was ten or fifteen years ago survive today?  Not a chance.

Because the simple fact and perhaps unpalatable truth is we live in a different and far more difficult world for charities, when simply just ‘being a charity’ is no longer enough. Today we are under daily pressure to communicate at the widest level, to network with potential partner organisation, and to negotiate with potential funders. We have, in effect, to earn our place at the table of opportunities.

By the time I joined the Gloucestershire Deaf Association three years ago, the GDA had already moved into a new phase. In line with national dea organizations, such as the RNID, the GDA had widened its remit to include not just profoundly deaf BSL users, but also the growing number of hard of hearing.

That move almost certainly saved the organization from decline and even collapse. Suddenly the Board of Trustees included not just the Deaf but also people with acquired hearing loss. It was and still is most definitely a user led organization, but now with members from all walks of life, who were connected with mainstream society, read and spoke English as their first language, and could bring a wealth of knowledge and experience from their various backgrounds.

Looking at the organization from the outside, you would think these were halcyon days – from a financial perspective the charity blossomed. It developed a range of new services for both the profoundly deaf and the hard of hearing, and the office was getting its act together in terms of policies and procedures and staff contracts, and all the sorts of administrative finery we take as given in a successful and well-run business.

And yet.  Looking beneath the surface the Board of Trustees very quickly started to drift. In its eagerness to retain its User Led identity – albeit this time, including hard of hearing people – the charity had most certainly achieved some financial security, but it had also fallen into a pattern of filling its 75% quotient of service users with trustees purely for the fact that they were hearing impaired, rather than in addition looking at what else they might offer the organization. And as far as the Deaf Community was concerned, the GDA had slipped into that worst of all pitfalls for any charity, let alone a User Led Organisation, which was TOKENISM.

Tokenism is ugly.  In the three years I have been at GDA I have seen it around at a number of meetings, including so-called service user consultations organized by public sector authorities.  Tokenism is about making much of giving a voice to beneficiary representative groups, when in reality the meeting is no more than a tick-boxing exercise.

On the GDA Board there were now two very distinct beneficiary groups, the Deaf and the hard of hearing. With all their inherent communication advantages, better education and wider experience of mainstream life, the hard of hearing contingency and the ‘experts’ among our 25% hearing trustees, quickly assumed a more dominant role. In a very short time, this new group had almost subconsciously started to work together to get rid of trustees who were troublesome, inward-looking, and in their view, did not understand what was needed for the GDA to move forward successfully.  And you guessed it, among the trustees who were feeling most uncomfortable of all in this new set-up and who subsequently left the Board, were the Deaf ones.  

From an all-Deaf Board for decades, by 2008 there was only one deaf trustee left. And there were also hard of hearing trustees whose only justification for being on the Board was their hearing impairment. Some never said a word from one meeting to the next. Theoretically, GDA was still a ULO, but in practice less than a third of the Board was effective.This again was a phase of being ULO that wasn’t working. 

· * * * *

To become a successful User Led Organisation, I would argue that you need to do so much more than tick a box that says ‘service user’. 

The Deaf Community, trying to run the charity itself, had floundered for reasons beyond its control – the communication barrier. In trying to survive new blood had been brought on board in the shape of another beneficiary group – the hard of hearing.  But whilst both groups are hearing impaired, the needs and experiences of these two groups is actually completely different. Inadvertently the GDA had allowed the Deaf Community to become sidelined within its own charity.  

So what needed to be done? not just about bringing back better representation of the Deaf Community, but also getting the best people for GDA as service user trustees. 

It is difficult to deny that people within any disadvantaged groups can become inward looking, uncomfortable around people they have little in common with, and sometimes even hostile, albeit with very good reason.  Some disadvantaged people can also, sadly, see nothing beyond their own personal experience.

But on a Council of Management, whether it’s User Led or not, every single person must justify their place on the Board and bring something of value to the table. Together we cannot just ‘be’, today we have to be successful and thrive.

In addition, there is a particular pressure on Gloucestershire Deaf Association to justify the make up of its Board for another reason as well. Because by having to pay two BSL interpreters to support our Deaf trustee, and a speech to text operator to support our hard of hearing trustees, even before we sit down each meeting has cost us nearly £400.  Rack up that cost across the year and you can see for a CEO and Treasurer looking at a fragile balance sheet, there’s an increased sense of frustration if trustees are not pulling their weight, deaf or hearing.

Tokenism is of no value to anyone. Talking only about your own personal experience all the time is of no value to the Board.  A successful User Led Organisation Board MUST be made up of people who not only represent their beneficiary groups, but are also able to discuss the issues that face that group in a wider context so that the beneficiary group and NOT that single person’s views are heard.

That’s a tough call to make.  You may think that your choices from your service users is limited to the people you know within that group.  But it doesn’t have to be.  

As an  organisation GDA has always prided itself on its unique situation of being ‘at the very heart of the community(ies) we service.  Our community centre is a focal point for all sorts of activities for hearing impaired people, from lunch club to a sports and social club for BSL users, to hard of hearing clubs and deaf youth club.  

In the three years I have been at GDA, we have made much greater effort to attend BSL user events and once again for the people who run the charity and not just our BSL interpreters, to build closer ties with the Deaf Community. It takes a big effort – each member of staff has spent at least two years learning British Sign Language to an acceptable level.  

Our success has meant that we now can draw on the best Deaf men and women to play a bigger part in helping and running the GDA, and we are no longer reliant on taking out of desperation the few strongest personalities who will always put themselves forward.  We have gradually raised the bar of expectation in what we require from our beneficiary representatives.

So where is that bar of expectation in relation to our service user trustees?  Well, clearly they don’t need to be marketing experts, or fundraising specialists, or solicitors, as these are skills that can brought in as part of our 25% non-service users.

However, what we can and should expect from our service users on the Board is that they can bring a sense of expertise and insight into the challenges that face their disability group.

In terms of our existing Deaf trustee, providing a BSL interpreter and presenting minutes in a plain English format has clearly not been enough. We know he has a lot to offer, the problem has been that he simply didn’t feel confident enough or engaged enough to contribute at meetings.  The answer lay in bringing on to the Board a second Deaf trustee. Overnight this has given the first trustee more confidence.

But at the same time we have also put on our Deaf trustees and also our hard of hearing trustees an obligation to up their game. We are less inclined to allow any trustee, hearing or deaf to sit back simply for the ride.  More and more, our Chair asks and expects each person on the Board to give their view on the discussion in hand.

For a few service user trustees, this sense of expecting more has led to them deciding to resign or retire.  That was to be expected, but on the positive side it has given space for fresh blood and new ideas.

* * * * *

In summary, at Gloucestershire Deaf Association, we have come to the conclusion that whilst we will continue to strive to achieve 75% service users on our Board, our duty as guardians of our 92-year-old charity is first and foremost to ensure its survival and ability to thrive in the current climate.

If we had a solicitor on our Board who wasn’t pulling his or her weight, we would endeavour to replace them.  The same must go now for representatives of our beneficiary groups.

I would like to end with a little story.  A few months back we had an incident at our community centre involving some hearing children who come with their Deaf parents to our Deaf Social Club. When confronted about the issue, the Deaf parents concerned denied any responsibility for their children’s behaviour on the grounds that they couldn’t hear what they got up to.  That didn’t seem a very satisfactory response to me. To me, this was about irresponsible parenting and not deafness. Those deaf parents may not hear, but they can see and they can take measures to keep an eye on their children, just as all parents should.

Faced with an attitude from the parents that it wasn’t their fault, I made the decision to close the Centre the next week, so everyone could be clear this matter was being taken seriously. This was an incredibly difficult decision for me to take, and I don’t mind saying that I didn’t get a lot of sleep that night worrying it over. The Deaf Club had never been excluded from the Centre in nearly 20 years.

Needless to say, the decision initially didn’t go down too well, and at the next Council of Management meeting, one of our Deaf trustees – a good friend of mine by now – communicated to me, ‘You know, you mustn’t treat us like children.’

That remark brought me up short for moment. Is that what I was doing? But suddenly I knew for sure that this wasn’t the case. My answer to him was to say, ‘Actually, it’s precisely because I am not treating you like children, and because I respect you as adults and parents who are perfectly capable of watching and keeping your children in check, whether or not you can hear, that I closed the Centre.  I treated you in exactly the same way as I would have treated any of our tenants given the same circumstances.’

I am happy to say that this exchange, far from dividing us, cemented our friendship and mutual respect from that moment. And, fingers crossed!, we have not had a similar problem since.

So I end by saying to you, that we have learned and I hope you will take away with you today, the idea that it can be as patronizing to your service users to fall into the trap of tokenism as it is not to include them at all. Take the trouble to find the right service users who WILL bring something to your  Board that is more than their own experience and you will, as we have done at GDA, create the sort of User Led Organisation that really works.

Thank you. 
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