“It’s Against our Law, Never Mind Anyone Else’s”:
The Disability Discrimination Act 1995 and adults with learning disabilities

Introduction

This paper presents findings from a 15 month study completed in March 2008 and funded by the Baily Thomas Trust, which examined The Disability Discrimination Act (DDA) 1995 in relation to adults with learning disabilities. The research focused on Part III of the Act, which deals with access to goods, services and facilities. Interviews were conducted with service providers and disability organisations while focus groups, co-facilitated by self–advocates, were carried out with adults with learning disabilities and family carers of people with profound multiple impairments. We also examined cases which had gone to court or mediation and undertook two legal case studies. The focus of this paper is on the views and experiences of adults with learning disabilities, with supplementary data drawn from other sources where appropriate.  A full account of the findings can be read in Stalker and Lerpiniere (2008). (An Easy Read booklet (Lerpiniere and Stalker 2008), audio recording
 and CD-Rom
 are also available).  

A note on terminology
As explained below, in this study we worked with a self-advocacy organisation. We asked its members if we should refer to ‘people with learning disabilities’, ‘people with learning difficulties’ or some other term when writing about the study.  The group has had many discussions about terminology in the past and has concluded that either term is acceptable. We decided to use ‘people with learning disabilities’ as that term is most widely used in the UK. However we apologise if this causes offence to anyone.  Because the research was broadly based on the social model of disability, we also refer to ‘disabled people’ rather than ‘people with disabilities’. 
The Policy and Research Background 
People with learning disabilities face discrimination and unfair treatment in many areas of their lives. This has been reported, for example, by the DRC (2006) regarding unfair treatment by health professionals, NAICE (1998) regarding education, Berthoud and Blekesaune (2007) about employment, Edgar and Muirhead (1997) about lack of secure housing tenure and Jolly et al (2006) on public transport. The DDA 1995 gave rights to disabled people in each of these areas, covering access to goods, facilities and services, buying or renting land or property, employment, education and transport. ‘Discrimination’ occurs when a disabled person is treated less favourably than others because of impairment and this treatment cannot be justified (for example, on health and safety grounds) or when an organisation fails to make a ‘reasonable adjustment’ to accommodate a disabled person and that failure cannot be justified. ‘Reasonable adjustments’ may take different forms - changing practices, policies and procedures; providing auxiliary aids and services or overcoming a physical feature by removing, altering or avoiding it, or providing the service through alternative means (DRC 2002). The former Disability Rights Commission published a series of guidance documents relating to the legislation, including several about the provision of goods, facilities and services (DRC 2002, 2004, 2007).

Very little (if any) research has focused on Part III of the Act in relation to people with learning disabilities. However, studies examining the implementation of the Act more broadly have reported various findings which are relevant to people with learning disabilities. Grewal et al. (2002), in a study of attitudes towards and experiences of disability in Britain, found that 'disability' is commonly equated with physical impairment. Thus it is not surprising that ‘reasonable adjustments’ made by service providers have mostly been limited to physical adaptations (Stoneham 2006, Leverton 2002) with many providers wrongly assuming their services were then fully accessible to all customers (Stuart, Watson and Williams 2002).  Service providers may not even be aware they have disabled customers or have any systematic means of identifying them (Meager et al 2002). Those with invisible impairments, including many forms of learning disability, may be particularly affected. 
Despite the apparent lack of attention to the needs of people with learning disabilities, very few cases involving individuals with this label have gone to mediation or court under Part III (Leverton 2002; personal communication, DRC Conciliation and Management Unit, 2007). However, this may be partly because the onus falls on individuals to take up cases of alleged discrimination - a costly, time-consuming and stressful process (Gooding, 2000) which, again, is likely to pose particular difficulties for those with learning disabilities. 
These findings raise many questions, including how much people with learning disabilities know about their rights under the Act and how far service providers are aware of their responsibilities to people with learning disabilities, who are clearly covered by the definition of disability within the legislation. At the same time, it might be asked how far the DDA 1995 addresses the specific needs of people with learning disabilities. For example, research has repeatedly shown that individuals with this label experience a high incidence of bullying and harassment (Mencap 2007, Hunter et al 2007). In this light, two amendments to the DDA are particularly significant for people with learning disabilities. First, the Disability Discrimination Act 1995 (Amendment) Regulations Act 2003 outlawed harassment of disabled people, meaning ‘unwanted conduct, directed at an individual because of their impairment’  (Part II, S3b). Secondly, the Disability Discrimination Act 2005 introduced the Disability Equality Duty, requiring nearly all public sector authorities to actively promote disability equality. 

Research aims 
This study aimed to explore how much people with learning disabilities know about their rights under the DDA 1995, particularly in relation to Part III, the provision of goods, services and facilities. At the same time, it aimed to examine how far service providers are aware of their responsibilities to people with learning disabilities – and what they are doing to meet these responsibilities. We also wanted to examine the action taken by people with learning disabilities (with support) in terms of mediation and litigation under Part III, identify any barriers to implementation of the legislation and how these might be tackled. 
A participatory approach

Members of the Quality Action Group (QAG), an independent self-advocacy group in Stirling, were involved in the research process. To prepare for this, three of its members attended two informal training sessions, the first focusing on discrimination and the DDA 1995, the second on research and facilitation skills. These individuals then co-facilitated focus groups with people with learning disabilities (see below) alongside a member of the research team who also helped with transport and logistical arrangements. The three self-advocates, supported by the QAG Advocacy Worker, also joined the Research Advisory Group, which met three times during the course of the study, and they commented on the draft Easy Read booklet. At their request, they received gift vouchers, rather than cash, in recognition of their contributions.

Methods

Permission to conduct the research was obtained by the University of Strathclyde Ethics Committee. Close attention was paid to ethical concerns throughout the study, including informed consent, anonymity and confidentiality, drawing on our own previous work (Stalker 1998) and also Rolph (1998) and the British Sociological Association (2002). Steps were taken to  ensure that a staff member known to the focus group participants was on hand to offer support should an individual become distressed during focus group discussions (eg: if relating incidents of unfair treatment). 

In order to explore people’s awareness of their rights under the DDA, their experiences of using services, and what action they had taken, or would consider taking, if they thought they were being treated unfairly by service providers, five focus groups were conducted with people with learning disabilities. Each group had between three and seven participants, sometimes accompanied by supporters. These groups were arranged through organisations in Central Scotland, one with a UK-wide, two with a Scottish-wide and two with a local remit.  They included a self-advocacy organisation of people with learning disabilities, two information and campaigning organisations for people with learning disabilities, a tenants’ group and a social club. As it was important to include the experiences of people with profound multiple impairment, three focus groups were carried out with family carers. These were set up by carers’ organisations, one specifically for families of people with profound multiple impairment. Accessible information sheets and consent forms were sent to each organisation in advance. 

Six disability organisations also took part in semi-structured interviews. Using purposive sampling, these were chosen for their close knowledge both of learning disability policy and practice and of the everyday lives of people with learning disabilities. They acted as key informants – representatives of agencies well placed to give an overview of the current ‘state of play’ in relation to the DDA 1995 and adults with learning disabilities. Because the focus of this paper is on the views of people with learning disabilities, only two of these interviews are included in the current analysis, each conducted with an individual with learning disabilities (one accompanied by a supporter). One individual represented a UK wide organisation of people with learning disabilities and the other, a UK wide working group of people with learning disabilities attached to a disability rights organisation. 
Semi-structured interviews were carried out with 14 service providers. These were selected on the basis of the type of facilities which participants in focus groups said they used or wished to use and on advice from the Project Advisory Group and included some well-known national companies. The interviews explored how far private retail and public service organisations were aware of, and responding to, their responsibilities to people with learning disabilities under Part III, what barriers existed and how these might be tackled. 
With respondents’ agreement, all interviews and focus groups were audio-taped. Data were fully transcribed and then analysed using an inductive approach (Miles and Huberman 1994). Each transcript was carefully read and then re-read, noting initial themes and concepts. Some of these were influenced by the research questions, others (for example, ‘sameness’ and ‘difference’) emerging from the data. Shorthand descriptive accounts were generated from each transcript and these were then interrogated for common themes and emerging patterns across cases. Unusual or ‘deviant’ findings were noted. Writing up started at this stage, with explanatory linkages being made where possible or, when evidence was limited, more speculative comments offered about the nature of associations. 
Findings

Awareness and perceptions of the DDA 1995  
Most participants with learning disabilities said they had heard of the DDA 1995 although few knew much about it. One representative of an organisation of people with learning disabilities commented ‘I don’t think many of them do.’ Some were aware of the overall intention of the Act, describing it as promoting rights and equality for people with learning disabilities. A few people had some familiarity with the Disability Equality Duty, with reference made to tackling name-calling, harassment and social exclusion. One participant rightly said that this was intended ‘to not take away from the Act but strengthen the Act’. Others commented:
We can [get] help from that Act and we’re human beings like other people, no’ dogs (focus group participant, social club)
We’ve got to be treated equally, not, not just, we don’t want to be treated differently from everybody else (focus group participant, social club)
One respondent said:

Well the new [2005] Act is for people with learning disabilities and mental health problems. The one they started off with, the ’95, was for physical access and all that sort of stuff…and then it started happening, laws that benefited people with learning disabilities in more recent times (interviewee, UK wide working group of people with learning disabilities)
However, implementation and enforcement difficulties associated with the Act meant that it would be some considerable time before disabled people saw real change:

So laws and all that that they can’t, they find it difficult to implement or they do, if they do implement them the difficulty [is] to enforce it or it will take a long time…it’ll take a long time to see it on the ground (interviewee, UK wide working group of people with learning disabilities).
There were some misunderstandings of the DDA. A couple of people, not realising the legal significance of the term ‘Act’, thought the DDA had no statutory force and thus, no hope of being effective in changing service providers’ behaviour or securing people’s rights. One of these participants argued that discrimination against people with learning disabilities should be made illegal. Another person thought the DDA applied only to Scotland while another did not think she was protected by the Act. One group pointed out that people with learning disabilities would need support and possibly training to take a case to court; however, they did not know who would offer such support or if legal aid would be available.
Participants had heard about the Act through various sources – at ‘meetings’, conferences, college, self-advocacy groups and voluntary organisations. It was suggested that Easy Read versions of the DDA should be made available for people with learning disabilities. (In fact, the DRC did have accessible leaflets on its website
). The representative of the working group of people with learning disabilities volunteered information about this website: he was also aware of links to ‘people speaking’ and a drop-down menu explaining ‘difficult words’. The UK self advocacy  organisation representative suggested that more service providers, such as ‘housing organisations or home helps or social work places’, should know about the Act and tell service users about their rights, since


‘there’s people out there who don’t go to conferences so they dinnie know information (interviewee, UK self advocacy organisation) .

It was suggested that information and training about rights often failed to reach people with learning disabilities because many of them are not connected to disability organisations. The UK organisation of people with learning disabilities was aware that some of its local branches had been involved in delivering training although this was about the DED. The UK working group representative felt he had a responsibility, as a member of that group, to spread the word to other people with learning disabilities:
I think it’s up to people like me to try and cross the country to keep telling the [DRC] phone number, what the Disability Rights Commission’s doing
 (interviewee, UK wide working group of people with learning disabilities).
Family carers appeared, if anything, even less well informed about the Act: most admitted knowing little or nothing about it. Although they had been given information through carers’ organisations and local authorities, the Act itself was an ‘enormous document’, hard to navigate, and they were fully occupied caring:

We don’t have time to sit and read through all these things, we’re carers…and at night when you’ve maybe got an hour to yourself you’re so exhausted or tired that it’s like reading gobbledygook (carers’ focus group participant).
Carers more familiar with the Act believed its main focus was on improving access to buildings and public spaces and thus more likely to benefit people with physical impairment rather than the majority of those with learning disabilities.
It is worth adding here that our interviews with service providers showed that – with some notable exceptions – few were fully aware of the implications of the 1995 Act for people with learning disabilities and thus, of their responsibilities in this regard. They too saw the Act mainly in terms of physical access and had limited understanding of the types of reasonable adjustments required by people with learning disabilities. 
Understandings of discrimination
Participants with learning disabilities were asked if they were familiar with the term ‘discrimination’. Some were not sure what it meant. Others talked in general terms, about human or civil rights, and the importance of including people with learning disabilities in the community. Some people spoke about the need for buildings and transport to be physically accessible. In fact, when asked about discrimination in a general sense, all participants were, again, much more likely to refer to the unequal treatment of people with physical and sensory impairments, and particularly wheelchair users, rather than people with learning disabilities. 
Some participants with learning disabilities distinguished between real discrimination on the part of a service provider and genuine reasons for being unable to serve customers, so long as this applied to everyone for a good reason and not just to people with learning disabilities because they had an impairment. For example, a genuine reason would be that a shop assistant could not help someone when she was busy with other customers. One respondent described discrimination as follows:
It’s not letting them in, not letting them join, participate in the activities, bullying them, not letting people join in, not letting them do things that other people are doing (interviewee, UK wide working group of people with learning disabilities).
A couple of participants also talked about why discrimination might occur:
I don’t know if it’s a kind o’ a threat that we’re different…but because it hasnae been a kind o’ a norm that you get different people going into a pub or even a restaurant…there just seemed to be this ‘because I’m different, we’re going to treat you different’…you get people that maybe need support for feeding or to help them to drink or whatever and they [other customers] might find that very offensive but they have a right to be there… It doesn’t matter what disability a person has, everybody’s got a right to have access wherever they’ve got to go (focus group participant, self-advocacy group).
Some carers also referred to the ‘fear’, ‘stigma’ and lack of understanding surrounding people with learning disabilities, coupled with the historical legacy of having been ‘hidden away’ in the past. 

Using services and facilities 

Positive experiences

Participants were asked to talk about their experiences of using services and facilities like shops, cafes and sports centres. Both respondents with learning disabilities and carers found staff in many services civil and helpful. Carers with adult sons or daughters had noticed improvements over recent years. For example, shop staff were now more welcoming. Some service providers were singled out for praise. One person visiting a local leisure centre had been shown round by an attendant who showed him how to use the changing room lockers. A member of staff in a mobile phone shop explained to another person how his phone worked and made sure the man could operate it himself. Participants had seen other people with learning disabilities hand over their purses to shop assistants asking them to count out the money due. Sometimes staff had explained how the different coins added up. A number of participants frequented particular services, for example a pub or taxi firm, where they knew the staff well. They could rely on being treated fairly in these services, but it meant their choice of services was considerably reduced. 

At the same time, many participants with learning disabilities had personal experience of what they considered unfair treatment by service providers. We do not know if these incidents would have been judged unlawful had they been taken to court, nor do we have the service providers’ accounts of what happened. Nevertheless, there were several examples of apparent failure to provide reasonable adjustments and, in some cases, outright refusal to provide a service, apparently on the grounds of impairment. 
Unhelpful or hostile attitudes 


The representative of one national organisation of people with learning disabilities reported receiving ‘quite a lot’ of complaints from people who had been poorly treated in shops and other services. This organisation supported individuals to write letters of complaint but had not supported anyone to take a case further. Some focus group participants told us about shop staff being impatient and disrespectful:

A lot of people are cheeky when they talk to you in shops (tenants’ focus group participant) 

Other people reported shop staff ‘whispering about you when you’re leaving’, ‘treating you like a child’ and, in a sports centre, ‘[being] really stroppy’ when one person took a while to count out his money. A number of participants also recounted incidents where other customers using services had shown impatience or disrespectful attitudes towards them. Echoing findings elsewhere (eg: Ryan 2005) particular frustration was voiced by parents whose sons or daughters had invisible impairments, such as autism, leading to what could be seen as ‘bad’ or strange behaviour and provoking open disapproval and censure from some members of the public. 

Inflexible application of rules

An inflexible approach to applying rules and regulations without exploring options that might be more appropriate for people with learning disabilities caused difficulties for some participants. For instance, one woman had changed her name after getting married but her bank would not change the name on her account unless she produced a passport, driving licence and bills in her own name. She did not possess such documents. However, another bank allowed her to open an account on production of her marriage certificate, a recent bank statement and a letter about Disability Living Allowance showing her married name. Her supporter, present in the focus group, said:

[The second] Bank was able to deal with their rules in a way that was kind of face-to-face, human, understood the situation but [the other bank] just seemed not to be prepared to give any time at all (supporter,  self-advocacy group).  
Inaccessible facilities 

As already reported, there was a good deal of discussion about inaccessible features of the built environment including unsuitable toilets, lack of ramps, missing or broken lifts and pavements with high kerbs. Most participants with learning disabilities were not affected by this kind of barrier themselves but said it presented difficulties for other people with learning disabilities who had physical and sensory impairments.  Family carers of people with profound multiple impairment (a group described by one parent as ‘often bottom of the agenda’) talked at length about the difficulties of organising outings. Some reported phoning ahead to check what facilities were available: 
It’s a lot of work and a lot of planning and sometimes you get there and you’re maybe assured there’s a disabled toilet but the standard of the disabled toilet, we find it’s no’ suitable for a change of clothes, a change of nappy or anything like that (carers focus group participant)  

Family carers were also discouraged from taking their sons and daughters out and about as much as they wanted because accessible transport was not available: 
It’s not my son’s disability that creates the problems. We deal with them. It’s the other side of the coin: it’s getting people to understand where we’re coming from and what his needs are and that is the big battle (carers focus group participant)  

Inaccessible information

As other research has found (eg: Morris 1999, Tarleton 2004), the importance of providing information in accessible formats is a key issue. Bus timetables were often printed in too small a font and when one man had requested large print timetables, they took two weeks to arrive in the post – as he said, not much help if you were planning a bus trip in the next few days. Elsewhere, electronic information was provided at bus stops - welcomed in principle although some people found a 24 hour clock confusing. Some people found the audio timetables available in another town more useful. Cafés menus written in small print also caused difficulties, made worse when staff in one establishment said they had no time to read the menu to customers. Menus could also be ‘too fancy’ in terms of the words used to describe dishes, leaving people unclear about what was on offer. 

Carers also reported poor signage in many services, for example, train stations, GP surgeries and crematoriums. They suggested more pictures should be used as signposts. However, verbal or pictorial information by itself is not always enough: sometimes people need to be shown things. For instance, being given ‘complicated directions’ about where to find a particular item in a large supermarket could be confusing: it was better for a shop assistant to accompany a customer to the appropriate aisle or shelf.  

Information provided by banks, building societies and mortgage lenders often included unfamiliar words. One group wondered if companies sometimes encouraged people to borrow money without fully explaining the potential risks involved, not least that of ending up in debt. 

Inadequate communication 

Underlying many of the issues raised about information and service provision is the importance of clear and courteous communication. Carers also experienced problems in this area, including the frequent absence of sign language interpretation at hospital clinics (even when requested in advance) and the brevity of GP appointments, typically six minutes which did not allow enough time for their relative to be properly involved in the consultation. 

Refusal to provide a service

An example of a bank refusing to think creatively (or fairly) in the way it applied rules was given above. Another person recounted that she had been paying off two bank loans for 12 years. Following some minor change, she was asked to complete a new form with her personal details:

Now because I said in the details that I have a mild disability they said ‘oh well we cannie give you a loan because you have a disability, it has to go up to the higher office’ and I said ‘but why?’ I said you know and I’m sayin’ to mysel’ ‘but just because I have a disability. I’ve paid every month or whatever you know, I’ve never been, never had any problems’ (Focus group participant, self-advocacy group). 
Difficulties experienced by people with learning disabilities in relation to banks have been reported elsewhere (Livingstone 2007).  However, people had been denied a service in other types of facility. Two participants (separately) had been asked to leave a pub after one drink:  
There was people went to a pub in Leith after, after the disco and we went in and they said that you were allowed one drink and you had to leave and I was trying to challenge it, why had we got tae, got asked to leave and they were saying ‘we don’t need to give reasons’ (Focus group participant, self-advocacy group). 
A third person said this had happened to him on several occasions. In one of the few Part III court cases involving people with learning disabilities, a publican who had refused to serve a second drink to a married couple was found guilty of discrimination.    

Participants with learning disabilities and family carers reported difficulties with bus drivers. On one occasion, a bus driver had refused to accept a disabled person’s bus pass on the grounds that the holder was not (in the driver’s opinion) entitled to it. One man had been refused entry to the pool in his local swimming baths.
Participants also recounted incidents they had witnessed or heard about involving unfair treatment of other people with learning disabilities. One man told how his wife had gone along to a lunch club for older people. A social worker had rung the club in advance and was told the woman was welcome to attend. Her husband said: 

A member of staff from the community centre who was running the club had actually said ‘what is it you’re wanting, why are you here’ and it was explained why and she said, ‘oh you cannie be here, this isnie for you’ and then when they tried to explain about the staff member phoning up and finding out about the club and told that she can come along and all that kind of thing they didnie seem to be too happy about it and basically said, ‘oh well you can just sit there then’ but made her feel as though she really shouldnie be there (Focus group participant, information and campaigning organisation).    
The two legal case studies undertaken for this research also revolved around refusal to provide a service. In one case, a tattoo parlour refused to serve a young woman with learning disabilities; in the other, a local authority sports venue would not provide a free pass to the carer of a young man with learning disabilities, despite there being a ‘free entry’ policy for disabled people’s carers. In both cases, the defendants lost. 
Participants’ responses to unfair treatment 

Being unfairly treated, especially over time, not surprisingly had a significant impact on those at the receiving end. Such incidents generally occurred in public, leaving some people feeling ‘embarrassed’ and ‘degraded’. Others were ‘angry’, ‘upset’, ‘unhappy’ or ‘sad’. These findings can be related to Thomas’ (1999) notion of ‘psycho-emotional disablism’, that is, hurtful, hostile or inappropriate behaviour directed at disabled individuals which has a negative effect on his or her sense of self, affecting what they feel they can be or become. This process can occur on a one-to-one or institutional level. Participants felt a strong sense of injustice at being treated differently from others for no other reason – in their view - than the fact that they had a learning disability. One person commented ‘It’s against our law, never mind anyone else’s.’ They believed they should have the same right to use services in the same way as anyone else. Nevertheless, it seemed that most people had not actively challenged the perceived discrimination: individuals who already occupy a position of relative powerlessness were being placed in a humiliating position and may have felt they had little choice but to accept it and go away. The representative of the national organisation pointed out that some people with learning disabilities ‘just accept what they get: it needs other people to tell them that it’s not right.’ 

However, there were some examples of people resisting unfair treatment. The person quoted above who had been asked to leave the pub after one drink had challenged this at the time and later, with support, wrote a letter of complaint to the establishment. According to her husband, the woman made to feel unwelcome at the lunch club 

gave them a mouthful and some of it wasn’t very pleasant, to let them know what she thought. She says ‘I’m part of this community. My face doesn’t fit, I’m no’ welcome but my face doesnie have to fit…I should be made to feel welcome like the next person’ (Focus group participant, information and campaigning organisation).    
The man whose bus pass was not accepted reported having staged a spontaneous sit-down protest, refusing to get up off the bus floor until his pass was accepted: 

Someone phoned the polis
 and the polis car come doon and he says ‘what are you sitting there for?’ I says ‘well the bus driver is refusing tae serve me’…so the polis man says ‘you wouldnie mind getting up?’ and he says to the driver ‘the boy’s quite right, you cannie throw him off the bus…he’s got the right to be on this bus because he’s disabled’ (Focus group participant, self-advocacy group).  
(Incidentally, while the police officer was clearly right to uphold the law, it is interesting that he is quoted as referring to the protagonist as a ‘boy’ since the latter was a middle aged man). 
Family carers’ experiences of unfair treatment 

Carers’ accounts of unfair treatment were rather different, tending to focus on a perceived poor standard of care, particularly within health and social services, which some saw as discrimination. The most disturbing example was of a young man with profound needs attending a short term care unit. Due to a catalogue of errors, his mother reported.

He’d had no drinks, he had no food, he had the wrong medication and he hadn’t been shaved for a week (carer’s focus group participant)  

This example raises the interesting question of whether a segregated service (ie: used only by disabled people) which provides a poor service to all its users, could be guilty of discrimination under the Act. Advice given to our Research Advisory Group by an EHRC legal officer indicated this would depend on whether the reason for poor treatment related to impairment, whether it was unreasonably difficult for an individual to use the service and whether people with particular types of impairment are treated less favourably than others: for example, in this case, was the young man with profound multiple impairment being treated less well than people with ‘mild’ learning disabilities using the same service?  

Some carers felt that they were discriminated against: services could withhold support, thus denying carers some relief, or they could obstruct carers’ best efforts to provide the ‘right’ care for their relatives. For example, one mother had been refused planning permission to build an extension to her house, which would allow her son to live more independently of his parents but avoid a move to supported accommodation, which she opposed. She commented: 

I think the discrimination’s against us because I’m only trying to do the right thing for my son for his future and for this time of life for me to stand back and have a little bit of rest and time for me (carers focus group participant). 

A recent landmark ruling in the European Court of Justice (ECJ) is relevant here. Sharon Coleman, a legal secretary, was forced to resign because her employer said she was taking too much time off work to look after her disabled son. The ECJ found in her favour and, subject to confirmation of that opinion by a UK panel of judges later this year (2008), protection from discrimination under the DDA will extend to family carers and other close associates of disabled people. At present, however, it is not clear if this will apply only in the workplace or more broadly (Carvel 2008). 

Despite their negative experiences of using services, carers were reluctant to complain. They lacked the time and energy to do so; complaints made in the past had been ignored or come to nothing and there was a fear of losing what support they had - ‘being held to ransom’ as one person said. Thus it seems unlikely that these particular carers would consider taking forward any incidents of perceived discrimination. The carers’ support worker who took part in one focus group had offered to take up certain incidents with the DRC but 

They [carers] would just say you know, ‘I just don’t have the energy for that. I really feel I need to concentrate all my energy on what I’ve to do today’ (carer’s focus group participant)  

Discussion and conclusions
This study echoes other research which has shown what many people with learning disabilities know very well from their daily lives – that they are often treated unfairly and differently from others. The study is new, however, in its focus on Part III of the DDA 1995, people’s levels of awareness of their rights under that legislation, their perceptions of what might constitute illegal treatment and what they have done or would consider doing if discriminated against. Although not reported here, the study also explored levels of knowledge and action among some major retail and recreational service providers in relation to the DDA and people with learning disabilities. 
The findings presented here highlight a low level of knowledge among people with learning disabilities about their rights under the DDA and indeed some misunderstandings; for example, whether it is illegal to discriminate against disabled people and if so, whether the law includes them. Awareness of the implications of the Disability Equality Duty tended to be higher, if a little hazy. Individuals active in organisations of people with learning disabilities were better informed – notably so, in one case. 

In relation to use of services covered by Part III of the DDA, unfair treatment of people with learning disabilities could take three forms – being treated with a lack of respect and courtesy, a failure to make reasonable adjustments and an outright refusal to provide a service. Although most people found services generally helpful or acceptable most of the time, the level of reported incidents of unfair treatment and refusal to serve is significant. Given the small number of people with learning disabilities involved in this study, these findings give some indication of the probable level and frequency of unfair treatment experienced by individuals with this label on a day-to-day basis. Some respondents related this to lack of familiarity with and understanding of people with learning disabilities. 
People expressed a strong sense of injustice about unfair treatment. A recurring theme was that people want to be treated with the same respect, enjoy the same rights and opportunities, and be able to use the same facilities as everyone else. This requires certain differences, or adjustments, in the way services are delivered. Nevertheless, the majority were unlikely to complain, believing it would not achieve anything. This perception reflects the relative powerlessness of people with learning disabilities in terms of economic, social and political capital. However, some activists linked to self-advocacy organisations had strong views about their rights and a few had resisted or protested against unfair treatment. 

The research shows an urgent need for wide scale information provision, education and consciousness-raising. First, the UK government should sponsor a major public information and awareness campaign to promote positive attitudes towards people with learning disabilities. The Scottish Executive, now Scottish Government, recently ran a high profile campaign, entitled See Me?, to educate and improve attitudes towards people with mental health difficulties, including television advertisements and notices on billboards and buses. This could serve as a model for a similar campaign about people with learning disabilities. Statutory and voluntary organisations working with people with learning disabilities and/or family carers also have an important role to play in educating people about the Act. This could be done by making written, audio and visual information available (such as that provided by EHRC or the Mencap (2004) leaflet) and organising workshops. 

Secondly, a campaign should be targeted at service providers and the business community about the types of adjustments needed to facilitate access for people with learning disabilities.  These are often relatively small and inexpensive. The initiative should also highlight the power of the ‘disability pound’, making companies aware that it is in their business interest to offer a good service to people with learning disabilities. Although separate figures are not available for people with learning disabilities, there are 10 million disabled people in the UK with a spending power of £80 billion (Employers’ Forum on Disability, undated).

Disability organisations, particularly those of or for people with learning disabilities, are uniquely placed to have a key role in both these initiatives. Their members have personal experience of discrimination which they can express and communicate with authority and authenticity. Targeted government funding would allow them to deliver disability equality training, and training about the implications of the Act, to service providers, for example, as part of staff induction. However this must be an addition to, and not a substitute for, the efforts of other bodies with responsibilities in this field.  

Umbrella organisations in specific areas of provision (such as tourism, the licensed retail trade, chambers of commerce) have an important role to play in transmitting disability equality messages to members and related companies, along with information about legislation and advice on meeting statutory duties. Service providers should consult with their customers with learning disabilities and the voluntary sector, including organisations of people with learning disabilities, regarding the current accessibility of their facilities and how this could be improved. Public bodies are already required to consult with disabled people as part of the Disability Equality Duty but may overlook those with learning disabilities. 
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� See http://www.strath.ac.uk/eps/centresdivisions/aerc/disability/#d.en.136027


� Available from authors on request


�  See � HYPERLINK "http://83.137.212.42/sitearchive/DRC/easyread/index.html" ��http://83.137.212.42/sitearchive/DRC/easyread/index.html� for Easy Read information now on the Equalities and Human Rights Commission website


�  Another key informant, from the DRC, reported that its Helpline had received very few calls about goods, services and facilities from people with learning disabilities


� ‘Polis’ is a Scottish word for ‘police’. 
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