
TELL IT LIKE IT IS

Thematic Analysis Conducted by the Norah Fry Research Centre of Respondents’ Comments on Good and Bad Developments in Local Services.

Views about changes to services 
At the end of the survey questionnaire, respondents were offered the chance to comment freely, on both bad and good changes in their locality. The data were analysed systematically by an independent researcher, with the aim of identifying themes and exploring people’s views. In order to weight the relative importance of different themes, we sometimes mention how many people chose to raise particular issues. Because these were free comments, these numbers might appear small; however, taken together, people’s spontaneous comments offer a comprehensive overview of the situations for these people with learning disabilities and their families. 
We want fulfilling lives

Families and people with learning disabilities themselves said they wanted to have fulfilling lives, to contribute to society and to take part in:
· Employment

· Leisure activities (including at evenings and weekends)

· Further Education and continuing education throughout life
· Day services
However, we were told that these activities were all being reduced or cut, transport provision was often not available and people spoke of having great problems in doing the things they wanted to do – indeed, the things they used to enjoy. 
Cuts in supported employment
14 respondents said that they had previously used supported employment services to help them find and keep paid jobs, but that these services were disappearing:

There is no support to have a job. I would like regular part-time work, 


but get no help from the Government to achieve this.  

Cuts in leisure

16 comments were about cuts in funding for leisure activities, such as clubs, and sports activities. These included very relevant opportunities to engage in programmes of exercise, which we know are vital, such as a ‘Healthy Living initiative’, ‘Keep Fit…at a slower pace’, ‘swimming and sailing’. They also included creative activities:


We had one whole day a week doing drama and communication skills. 


I miss doing the shows. 

Cuts in learning opportunities

21 people mentioned problems because of cuts in further education. Learning and Skills Council (LSC) priorities for vocational or basic skills courses have also resulted in what amounts to cuts for those who need other forms of continuing education. These cuts were often perceived as ‘budget-slashing’: 

It was a bitter blow when adult education stated they are only financing 


Maths or English for people with learning disabilities 
It was recognised that the LSC has to fund courses where learning targets are measured and met, and where learners can gain qualifications: 

The reasons for courses being cut is people with learning disabilities 


are unable to make progress. There is no output, therefore no funding. 


However, from my experience I can say there is good social contact, I 


prefer to work with mainstream people, but at my pace. 

Reliance on short-term funding for charity projects

Services that were appreciated were sometimes run by charities, and such services were described as ‘struggling to get funding’. 

Fast Forward is working with me to help me get a work placement. But 


this help is often project or charity based, and it doesn’t always 


continue because of lack of funding. It last about 3 years, and then it 


disappears.

Day centre closures
The largest body of comments from respondents in this survey was about cuts to day centre provision (54 comments). Typically, people wrote about large centres being shut, centres becoming offices, and fewer hours or days being offered to people with learning disabilities. Additionally, there was widespread experience of day centre provision being limited to certain groups of people with learning disabilities:


The day centre will not be available to the more able people, only to 


those who live with family carers and are very dependent.  

These observations would not be surprising to many local authority commissioners, since ‘modernisation’ of day services has been on the agenda for at least a decade, and often involves closing day centres in order to fund and develop other service provision. However, it is evident that day centre closures are not always leading to realistic or timely sources of alternative support and activities:


We have been told day centre will be closing at some time – but not 


given details of alternatives. 


There are no good changes from my son’s point of view. His life as he 


has known it for the past twelve years is about to change drastically. 


He will no longer be able to enjoy the benefits of this day centre and all 


that it provides – i.e. friends, independence from me, stimulation, 


holidays, day trips, theatre visits. I will have to stay at home every day 


to look after him, as he cannot be left alone.


Some respondents seemed unaware of any alternative provision, while others were aware of the general intention to provide opportunities for work or for community activities. Many respondents were cynical about the realism of these options, as typified by the following comment:


95% of service users use the day centre, and they are apparently going 


to be ‘filtered into the community and find employment’. It’s a joke! 

Despite the worries about day centre closures, not everyone was fighting to keep them open. Many respondents complained of bad provision in day centres – which were sometimes described as ‘just a baby sitting service’;  ‘too much bingo, lots of watching TV and DVDs – no more outings’. One respondent said that he wanted ‘something more challenging than a day centre’. Staff shortages and facilities being run down in day centres were cited as factors which led to the day centre experience becoming even worse than previously.
Problems for people in particular groups

A further problem that emerged from the survey related to eligibility for services. Local authority social services departments have to apply eligibility criteria, and 21 respondents mentioned problems which had arisen because of these restrictions:


Only people with substantial and critical needs will receive services; my 


son has moderate needs, therefore all his services will be withdrawn. 

People who are more ‘able’ and could learn independence skills said they were having their support services withdrawn, and where families were not ‘in crisis’, they were left to cope on their own. Despite the emphasis on ‘substantial and critical need’ however, it was paradoxical that policy seemed to people to be geared towards the more able – for instance, those who could benefit from work placements.

In some ways, eligibility restrictions were exacerbated by the closure of day centres. Some people who had previously attended the centre were re-assessed, and found not to have a ‘substantial or critical need’. We were also told about day service support being restricted to those who still lived in the family home, and of the lack of appropriate services for particular groups – for instance people with autistic spectrum disorders (ASD). In one case, a service which had provided appropriate support for people with ASD had been closed down, and so nothing was now available to provide that specialist service. 
Moving on from the family home

Of the 685 respondents in this survey, 468 lived in the family home.  The community care system depends heavily on a large body of unpaid workers, who are family carers, and who will always care about and care for their relative with learning disabilities. However, staying at home was not always simply a ‘positive choice’ for all people with learning disabilities and parents. Some respondents mentioned problems in finding alternative living arrangements, and a lack of sound planning for the future. Nine people mentioned problems related to housing:


We are trying very hard to get into sheltered living accommodation. It is 


generally not available for persons with parents under 70. This is too 


late. 







Supported living, where people with learning disabilities have their own tenancies, is intended to give greater flexibility and independence. However, in at least one locality, we were told that ‘independent supported living has ground to a halt’, and there seemed to be a lack of flexibility in providing supported housing in people’s local community:

They want to force me to live in a town 8-10 miles away. I want to live 


in my own town when I leave college – but I don’t want to stay with 


mum and dad, as I have become independent at college. 

Short breaks

It is also well known that short-term break services are essential to support families in continuing with their caring role.  However, some twenty comments from this survey related to cuts in short-term break services which had previously provided a valuable lifeline, both for family carers and for people with learning disabilities themselves:

[A local service],, the only residential and respite care service, is being 


closed…they will lose their friends and it was within safe walking 


distance of the town centre. The Council plan to sell the site for about 


£6 million! 
We were also told, in one instance, of a short-term break service being ‘blocked’ by people being moved there temporarily when their residential service was in crisis. 
Risks and social isolation 
So far, these comments have painted a very bleak picture, of a system undermined by lack of resources, cuts to services and staff shortages. It sounds like a system in crisis, and certainly seems to be responding more and more on a ‘crisis’ basis. What, then, are the effects for people with learning disabilities and for their families?  
A few people mentioned situations where there were risks of potential abuse or harm, including ‘clear discrimination and a breach of human rights’. When provision is cut back, people with different needs tend to get ‘lumped in together’, as one person put it, and there is then the risk of harm for certain individuals. More commonly, people mentioned social isolation, which resulted from closure of facilities or from lack of eligibility for services: ‘There is nowhere to go to mix with other people’. It is worrying if this implies that supported living is undermined, when people simply need social contact:  


I am very lonely, especially in the evenings and at the weekend. I was 


told to move into residential care if I want social activities. 

Problems at transition

People who were still in ‘full-time’ further education provision were very aware of the gaps that loomed in their future lives. There are many transitions in young people’s lives, and the transition from college is often overlooked. This, however, can be the biggest change, and people were left ‘not knowing what we are going to do’. Particularly for those who were at residential colleges, there seemed to be an appalling lack of information about the future. Therefore, while people were generally happy with their educational provision, this often seemed to be like the ‘calm before the storm’. No wonder then that many echoed this mother’s view about the need for continuing education:


Our son is not affected (by cuts) at present, but we are aware that 


services as an adult for him will be minimal, so we are trying to ensure 


that he stays in education until he is older. 

Families left to fill the gap

The most important sources of support for most people with learning disabilities in this survey were evidently their own families. 20 respondents mentioned situations where family members were bearing the brunt of the changes, and had no choice about stepping in to fill the gap. Family members, for instance, were helping out with transport to and from college; they were providing basic care (e.g. feeding) for people with high support needs; they were providing social opportunities and ‘fun things to do’, they were funding activities out of their own pocket, and they were left to identify and organise opportunities for their own son or daughter:

We have been very much left to our own devices since Emily was 


deemed to have left formal education at 19. 

In addition to the unpaid, vital and professional role which carers fulfil, they also spoke of having to fight for every service that was provided, to struggle to stop closures of services, and to advocate forcibly for their own son or daughter. One parent had to threaten to go to the local government ombudsman, while others said they had to keep up a steady stream of ‘persuasion’ or complaints, in order to maintain services:

My visit to a hydro pool once a week has been restored after a lot of 


complaining from my carer and parents. I am not able to do very much 


because I have cerebral palsy and rely on 100% care. I find the pool 


does me good.             

Despite the reliance on family carers, many felt they had not been consulted adequately during changes to services; the general feeling expressed, however, was not one of anger – but one of fear. 24 respondents mentioned their feelings, which ranged from ‘constant concern’ to ‘very anxious’. There seemed to be a general awareness of cuts, of rumours to do with closures, and of worries about the future, which affected both families and people with learning disabilities themselves. One person with learning disabilities summed this up with:

There does not seem to be a good future, as they seem to want to cut 


back on so much. However, this really upsets people like myself, who 


are genuinely disabled and need support. 

Positive ways forward
Innovative day services

It should be evident by now that this survey did not simply reveal a litany of complaints, and demands for the re-instatement of day centres. There were many who also spoke of positive developments in their local area. 33 respondents in fact mentioned particular day services which had been changed and modernised, and which were providing a new and more individualised service. The key features of such services seemed to be:
· The range of opportunities outside the centre, in the community

· Smaller units

· Individual goals of service users driving the activities

· Positioning day centres in ordinary community venues (including a football club)

· Support for employment

· Drop-in facilities, with a range of professionals on hand

Some of the more exciting changes in day centres are represented in the following comments:


Local Friday network, providing self-advocacy, group services, network 

jobs, access to care manager and health team, café and a chance to 

meet my friends and make new ones. 


More opportunity for people to be integrated through person-centred 

plan. New activities suggested, including music, drama and leisure. 

Work opportunities

There were also 7 comments about positive features of FE provision, although it has to be admitted that these were all from young people on full-time courses.  More significantly in terms of numbers, people with learning disabilities clearly wanted to have paid jobs, and 21 comments related to employment. Schemes which offered work opportunities or employment support were highly rated:


He attends the employment preparation training team. He likes to do 

grounds maintenance, and goes there five days a week.
Some creative schemes for work-related projects were mentioned, including a council partnership scheme, where people with learning disabilities were going out in supervised teams to ‘clean up communities’ and a ‘work based apprenticeship scheme’. However, despite this enthusiasm, only three people in the survey claimed to have a paid job, including one person who had found a position through a ‘mentor at the library’. Supported employment schemes were always valued, but the actual outcomes mentioned were mostly training, long-term unpaid placements or voluntary activities. 
Person-centred practice, direct payments and individual budgets
As day centre and more traditional services are being run down, Government policy is driving Learning Disability services towards person-centred practice, where each individual would have their own budget, and be in control of their own services. As we have shown, many respondents in this survey were broadly cynical about these moves. Nevertheless, 35 positive comments came from people who received direct payments, or other forms of individualised one-one support, which gave them more choice and control, and inclusion in the community. Those who had benefited from a form of self-directed support were glowing in its praise:

Direct payments have transformed his life, particularly access to leisure 


services.


The individual budget scheme is excellent. I am just about to start it, 

and it will help to make me independent and access the things I want to 

do. 

People said that direct payments gave them the freedom to do what they wanted to do, and not ‘what we are told to do’, and in some cases, people with learning disabilities were living as tenants, in houses or flats where they received individualised support. 
People who received a direct payment or an individual budget spoke of going out more ‘into the community’, and having personal assistants to support them. A few also mentioned the importance of person-centred plans in enabling people to achieve what they wanted in life, and one person mentioned a new form of support – a brokerage service. 

Cut-backs, however, are also affecting these new forms of support. 14 respondents reported problems with direct payments or individual budgets, and occasionally this type of support had clearly caused more pain than gain:

We had to use direct payments, and it was a nightmare… revenue 

continues to harass us! Since the direct payments stopped, they have 

not bothered to contact either my son or myself. They obviously do not 

care. 

In order for people with learning disabilities to use direct payments, they will need appropriate support for the sometimes daunting issues to do with employment of a PA, management of finance, and so on. People told us that this support was not always forthcoming, and clearly families again are picking up the slack. Even more worryingly, several social services departments were said to be failing in their legal duty to offer a direct payment in lieu of a service, due to lack of funds:


The local council always runs out of money for direct payments.

Inclusion in the community

Many of the positive comments in this survey related to inclusion in communities, and the use of ordinary community facilities, rather than special Learning Disability support services. For instance, free bus passes on public transport were always appreciated, and the importance of having a free pass for an ‘escort’ or companion was emphasised. Faith communities, police and pubs without smokers were all mentioned as welcome changes. It should not be forgotten that people with learning disabilities are citizens, just as anyone else, and appreciate positive moves in their communities. For instance, more than one person said they were looking forward to the upcoming Olympic Games:



Happy to see London Olympics in my home town.
However, if community involvement is going to provide a path to the future, there are still many problems which need to be addressed. Respondents mentioned the following:
· Violence in the neighbourhood

· Too many youths pestering people with learning disabilities

· Local facilities, such as post offices, being closed

· Rural transport services getting worse, and free bus passes for companions being cut back

· Lack of understanding about Learning Disability in ordinary housing or health services

· Employers’ attitudes

People with learning disabilities will still need support to access ordinary activities. People told us that there are many big challenges in finding appropriate opportunities locally; in helping to change attitudes in the community; in combating harassment and bullying, and in helping everyone to learn about people with learning disabilities. 

Fears for the future

Despite the acknowledgement of innovative change in many areas, a major underlying theme in nearly all the positive comments was doubt about the future. Where people spoke of something positive that was happening locally, there was often a proviso added, indicating that they felt ‘lucky’ to have this provision:


We are lucky to be living in an area that has not cut down very much 


on services…I am happy and I smile. 

Worries about the future comprised the following issues:

· Concern and rumours about future cuts

· Short-term funding for projects

· Taking part in learning activities which would inevitably come to an end

· Worries about giving up entitlement to any provision, since this may mean losing out entirely

· The need to fight constantly for provision to stay open

Social services departments, it was well recognised, are often hard pushed. While individual care managers or other professionals were recognised as trying very hard to continue to provide good services, the main problem perceived by our respondents was a lack of funding. In lean times, service provision for people with learning disabilities can become focused on ‘group’ solutions based on provision which is already available, rather than on what people are assessed as needing. People spoke of inflexibility, lack of continuity in care management, and penny-pinching attitudes by those who hold the purse strings:


They only suggest things which do not cost them anything, and which 


my daughter does not want to do.

In this situation, it is understandable that people become cynical about the gap between the policy rhetoric in ‘Valuing People’ (DH, 2001) and the reality they see in their own lives. 

New forms of support, and inclusion in the community, are rights for all disabled people, including people with learning disabilities. However, forward-looking policies should not be the vehicle for a cost-cutting exercise, as most respondents in this survey suspected. On the contrary, in times of change, more resources are needed, not less. 
One of the main underlying issues which these survey comments unveiled is the diversity and very wide range of needs encompassed by the term ‘learning disability’. The cuts revealed by this survey are affecting all these different groups of people, across the board. That is why the messages from this survey are so vital. What is useful support for one person will be dangerous, inappropriate or useless to another. Therefore, a wide range of options for housing, day services, leisure, community support and employment all need to be kept open. 
This survey has revealed the real effects of services which are simply not adequately funded. People with learning disabilities, their families and their supporters would all like to move forward in partnership; however, in order for this to happen, we need to ensure a renewed and increased financial commitment to support people with learning disabilities in this country.
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