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1. Introduction
“I want to know what my rights are but I don’t know. Anything that I have done. The rights with my lawyer, the police ...  
Basically I want to know where I stand with all the things that have been thrown at me through my neighbour and through the housing. I would like to know where I actually stand.”

Derek, Equal Say partner, in his 40s

Background

There was a time not so long ago when people with learning disabilities were cared for in hospitals, sometimes for the whole of their lives. Care, however, is not freedom.  In the early years of the 21st century, people with learning disabilities have been moved back into their communities as a result of the deinstitutionalisation of long-stay hospitals. 
The closure programme of long stay hospitals and the migration of people from institutions to living as citizens in ordinary communities coincided with the formation of the Scottish Parliament, a new legislative body for Scotland. The Scottish Parliament’s first major legislative act was the Adults with Incapacity Act, which clarified arcane laws about how we deal with people who lack capacity to act on their own behalf. This law and the other two pieces of social policy legislation (Mental Health (Care & Treatment) Act 2003 and the Adult Support and Protection Act 2007) were all based on important principles that were designed to balance the rights of individuals affected by the legislation with the needs of society in general.

Although each of the three Acts (often referred to as the ‘suite’ of social policy legislation) differ in their approach and have slightly differing principles, there is a cast-iron similarity about the protective intention of the principles regarding
· any intervention being of benefit to the individual

· any intervention being the least restrictive of those available

This ‘suite’ of legislation may be pertinent to the general population at some point in their lives, but for people with learning disabilities it may be something that applies for the whole of their lives.

However, we wanted to look at the law in general and whether people with learning disabilities were receiving the support and opportunity to have their rights protected. We also examined the role of paid and volunteer lay advocates, to understand their role and function and whether advocacy was effective in helping people have their rights upheld.

Equal Say

The advocacy organisation Equal Say works in partnership with people with learning disabilities.  Equal Say’s role is to help people run their lives independently, and so those who come to the charity are treated as “partners”, rather than clients. Equal Say has been running in Greater Glasgow for 16 years. During that time it has worked with 371 volunteer advocates and 863 partners. However one organisation can only do so much, and in recent years the team has identified a major gap: access to justice in the form of getting initial legal advice and assistance. 

About the research

Equal Say asked the Law School at Stirling University to carry out independent research into whether the law has been working as it should. 

We aimed to do four things:
1. To look for general research on whether people find it difficult to access the law, and how they solve this

2. To find out if there was a particular problem for people with learning disabilities getting a fair say through the law

3. If we found a problem, to find solutions. In particular we aimed to recommend how to break down the barriers, so that people with learning disabilities can get better access to justice

4. To suggest how to do this in a way that respects people’s individual needs and their capacity to understand and take part in deciding what they want to do

Because of the wider impact of case law, we also wanted to consider mechanisms that would allow the contentious issues to be tested in court.  

Our research questions were: 

· What is the existing literature on access to civil justice as regards the experiences of people with a learning disability?

· How do people who lack capacity to instruct a lawyer get legal advice and representation?

· Where people with a learning disability have been helped by an advocacy organisation, what was the impact of advocacy in supporting them to obtain legal advice?

· Would their access to justice have been significantly hampered without advocacy support?

· What is the best way for people with learning disabilities to access legal representation and does advocacy have a role?
· Are there are barriers to people with learning disabilities getting a fair say through the law?
· How could we recommend a way of breaking down these barriers to ensure better access to justice for people with learning disabilities in a manner that respects their individual needs and their capacity to understand and respond?

One important omission from our research, because it is work too complex just to be “tagged on” as a side note, is the differing impact of learning disabilities on people from minority ethnic backgrounds. This is a major concern which needs proper monitoring, as we note later in our discussion of the McManus Review (see p.27).

How we did it

We carried out a literature review of other access-to-justice initiatives and other countries. We also held interviews with 26 people, in and outwith Greater Glasgow, hearing and reporting their stories. This report brings together these findings. We hope that what we talk about here will be valuable not just to people with learning difficulties and their families and friends, but also to the professionals who must work in this very complex field. 

This includes legal personnel, social workers, policy makers, politicians, academics, and dedicated volunteers. Government, too, needs information from people’s lives on the ground. The Scottish Government
 has said that it needs more than statistics on how common people’s problems are and where they start and end up.  It also needs information on what people do to seek legal advice, and what pathways they follow when trying to solve their legal problems. 

It is not just people with learning disabilities who experience difficulties. Research for the Scottish government showed that over a period of three years, 30% of adults surveyed had experienced at least one civil justice problem they found difficult to, or were unable to, resolve themselves.
 But as we said above, the legal problems suffered by people with learning disabilities can be particularly severe.

About our funding

Through Equal Say, we received a grant of £10,000 from the Investing in Ideas Lottery Fund. Match funding was provided by the University of Stirling. Without this help, the research could not have been done, and we are very grateful.

Thanks

We would like to thank all the people who took part in this research and those who helped us in other ways. We also want to thank the team at the Investing in Ideas fund, who saw the need to help people with learning disabilities find ways to get best access to justice.

The views we express in this report are ours. They do not necessarily represent the views of any of the people who kindly helped us in our work.

All names have been changed. Some details have been changed where they would have given clues to someone’s identity. 
2. Background

The law

It was thanks to the Scottish Parliament that the legislation was enacted to update the law as regards people with learning disabilities and other mental disorders. This coincided with the policy of Care in the Community and the closure programme of long stay learning disability hospitals.  Health Boards transferred significant resources to Social Work teams who have the responsibility to support people in the community. The legislation has been much praised.

So what have been the key statutes which have enabled this dramatic change?  

There have been three main ones. Each in its own way provides for the protection people may need. 

1. The Adults with Incapacity (Scotland) Act 2000 

This applies to people who are assessed as lacking capacity - the ability to act competently on their own behalf.  Many people with learning disabilities are affected by this Act.  For ethical reasons, we did not interview people who would fall under this Act. We did speak to lay advocates who had worked with them. 

2. The Mental Health (Care and Treatment) (Scotland) Act 2003 

This Act applies to anyone seen as having a “mental disorder”. This is a wide-ranging term and it includes people with learning disabilities. The Act provides that a person can be treated and/or taken into hospital against their will if they are at risk of harm to themselves or others. Equally, it recognises that people should not be treated against their will if they have not had a competent person protecting their interests during this process. The power to detain someone is a serious threat to their human rights and their well-being. The Act provides precautions against detention being misused. It is therefore very important to monitor whether the Act is being applied fairly. 
3. The Adult Support and Protection (Scotland) Act 2007 

This has the widest remit of the three statutes. It can apply to anyone who is seen to be at risk from harm from others.  It covers a great many vulnerable people, not just those with learning disabilities. Often, it is used to protect people when they are being exploited by friends, members of their family, or their carers.  

The majority of the professionals we interviewed found that most of their work with people with learning disabilities involved these three statutes. These cases make up a significant amount of their workload.

Getting legal protection

Obviously, each statute provides real benefits, but also creates serious risks. People may experience unnecessary control. Social workers and doctors can control their finances and their medical treatment.  They can set rules about their friendships and where they live, and when they must go to hospital.  Their children may be taken away. 

Everyone needs to know that they will have access to legal advice and assistance when they most need it, and people with learning disabilities may need it more than most.  However, there are four big obstacles:

· realising that a problem might be a legal problem

· having to decide whether law is the best way to handle it

· knowing where to go to make that first step into the legal system

· finding advice and support.  

We were not short of examples of these. As Kevin, an Equal Say partner, said, “I knew it was to do with money but I couldn’t really understand why social work couldn’t help”. Another Equal Say partner, Larry, explained: “I can’t tell people when I’m not happy about things”.  
One lay advocate, Scott, emphasised the reality of care packages. He spoke about what it would take to help get a person who lacked capacity to a legal adviser - even if that person realised that they had a legal problem. “For somebody to escort him to a lawyer’s appointment that would have been somebody taken out of the unit.”

Another advocate, Mike, warned that both social workers and advocates can be reluctant to intervene in situations when a family is financially exploiting the person who has a learning disability.

“The person that we are advocating for is saying that ‘I know my family are doing this to me, but actually I will just put up with it. It’s worth it to have a relationship with my family.’  It’s really really difficult for an advocate to get round that.  
... I think the current system looking at vulnerable adults or adult protection meetings that are called, that include the family members, seems to be based on reconciliation and to talk about it. That will continue and I think a lot of families are very very good at manipulating those situations.”  
This illustrates a major conflict of principles in the law. On one hand, a person is entitled to respect for their choice about where they live or who they have a relationship with. It is important that they participate in any such decisions and that their views are listened to. The views of their significant others should be sought too. This is not just a matter of the Scottish legislation. Article 8 of the European Convention on Human Rights (ECHR) requires that courts and public authorities respect these choices a person makes about their private life. Interfering with someone’s decision about their relationships should only happen when there is no other reasonable option that would be less intrusive. 
On the other hand, in practice, upholding these rights can make it easier for families to manipulate the situations that e talks about. It can make it harder to work out what would most benefit the person who is vulnerable. The person is entitled to be protected from undue influence. However, it is very difficult to establish undue influence, and if the person does not want to co-operate with this challenge, there is little that law can do. 

Identifying whether a problem is best solved by law and then following that pathway to justice is difficult for most people. But it can be a particularly complex decision for people with learning disabilities, and not just for them but also even the professionals who support them. 
This is particularly concerning given that a committee of the Law Society of Scotland recently argued that a radical Access to Justice (Scotland) Bill should be a top priority for the Scottish Parliament. They felt it needed to “immediately address a number of major deficiencies in accessing Scotland's systems of civil and criminal justice.”

Barriers
There are four main barriers people told us about. In this report we will talk about solutions found in research, in other countries, and those suggested to us during our interviews.

· Lack of a support network to assist:  People who have an active support network of parents or other carers or professionals such as a social worker, independent advocate or GP are more likely to access justice successfully.  This raises questions around those who do not have access to such support networks.  Unfortunately the most vulnerable are also often the most isolated, lacking in such support networks.

· The legal aid system: several of those interviewed discussed the difficulties caused by the way in which the legal system in Scotland is funded. In some cases no legal aid is available. When it is, the funding made available often does not take into account that people with learning disabilities may need to spend more time with their solicitor. This makes it difficult for some solicitors to take on their cases. This can be viewed as a form of institutional discrimination.

· Assumption that people with learning disabilities lack capacity and therefore cannot instruct a solicitor: This assumption exists within many professional circles. Again this could be viewed as an example of institutional discrimination.  

· Lack of knowledge of the issues faced by people with learning disabilities: there is a need for specific training about the issues faced by people with learning disabilities. This includes sharing of good practice around communication. 

3. Common legal problems 

It is common for some people who have a legal problem to have more than one at a time.  Research about vulnerable people showed that their problems tend to cluster.
 
Marion, a solicitor with long experience in working with people with a learning disability, explained: 
“I would say that people with learning disabilities will have the full range of other legal problems that your A N Other coming off the street has ... they are just as likely to have housing or debt problems – more in fact likely to having housing or debt problems - but quite often what you find is that somebody will come in and see you about one thing.  
And then actually there is a cluster of legal problems so you end up opening up quite a few files for the same individual, which, if you put that to the Legal Aid Board, they think that you were trying to defraud the system - but in actual fact you are just trying to deal with all the legal issues that a person has.”
The 2008/09 Scottish Crime and Justice Survey found that 30% of adults had experienced at least one difficult civil justice problem in the last three years. Problems to do with family, housing, money and unfair treatment were particularly common. The survey found that the most common of all was difficulties with neighbours.

Many of the typical problems we heard about in our research are not so different from those others experience. Debt and housing problems happen frequently among people with learning disabilities, and they are the first ones other people often associate with them.  But these are not the only types of civil legal problem faced by people with learning disabilities. Below, we look at some of the other issues that people who spoke to us had faced.  Research shows that these are quite typical. 
Bullying/ harassment/ physical assault
Derek is currently in the midst of a dispute with his neighbour. He feels that he is the victim of discrimination from the local housing association, who are not recognising that his neighbour has threatened and attacked him. Derek says: “It’s one right for him and another for me.  It’s all wrong.”
Bullying and harassment are common and a survey in 2005 found that 32% of people with learning disabilities do not feel safe in their own homes, in the street or on public transport.
  Two of the eight partners who spoke to us had suffered bullying or assault.  
Arthur was subject to a serious assault that caused him permanent injuries and resulted in his family being re-housed. The social workers had helped connect him with Victim Support services but no-one had realised he was entitled to compensation. At the eleventh hour, Arthur found an advocate to help him and together they found him a lawyer. The lawyer discovered that Arthur was entitled to criminal injuries compensation, and that his time to apply had nearly run out. His claim was successful.  
Unfortunately, Arthur did not spend the money right away, because he wanted to save it. “I like to let it multiply so that there is enough to buy all the furniture”, he told us. As a result he no longer met the threshold for new grants of legal aid.

Luckily, there was still some left for a trip away and Arthur is looking forward to going on holiday.

Financial exploitation
Kevin found himself in the terrible situation where many thousands of pounds had been invested for him, but they had disappeared from his bank accounts. From the interviews, it was not entirely clear what happened. However those involved in supporting him felt that members of staff in the bank or family members might have been to blame. His volunteer advocate, Tom, has an expert background in finance. However, despite appeals  to the bank and the Financial Ombudsman, they could not prove fraud.
Tom told us at this stage that he wanted to bring in the police. However, Kevin did not want this. Tom said: “I would have gone for it because I thought we really had a good case.  ...  But the Police would have got into that.  I was frustrated but again it wasn’t about me, it was about Kevin.  I was frustrated that we couldn’t do that because Kevin had said that he didn’t really want to do that.  ... I keep reminding myself, well, what is in Kevin’s best interests.  It’s in Kevin’s best interests to get his money back, but it’s not in his best interests to put the huge stress and strain and create problems for him.”  

Financial exploitation of people with learning disabilities is relatively common. Our interviews with Mental Health Officers highlighted this as an issue. The local authority can make an application for financial guardianship if they believe a person with learning disabilities might be at risk of financial exploitation. 
But as another advocate, Stewart, said, there can be serious barriers to the local authority finding out. Speaking about Robert, his Equal Say partner, Stewart told us: “I am a hundred percent convinced that a crime has been committed. What may have happened is that they may have got Robert to collude, either by telling him that this is in his best interests, or by threatening him.” 

Robert had been the victim of a serious fraud but had not received help, and by the time he had come to Stewart, he had decided he did not want to report it. Stewart added: “Robert didn’t have the capacity to instruct anybody because he didn’t have the capacity to communicate outside his bubble. ...  It needs someone, be it his social worker, be it Equal Say or be it people like me, to try and say, well is there a problem here?”

Kevin, meanwhile, has had a partial victory and got over £10,000 of his money back. But despite the help from his specialist advocate, he may never see the rest again. 

Problems with a care package

Larry had problems with his care package. He was receiving direct payments and had employed his own personal assistants.  He no longer wanted the responsibility of being an employer and decided he wished to revert to a traditional support package. This would mean that an agency would arrange all this for him.  One of his PA’s decided to take him to an employment tribunal as a result. 
He went to a solicitor, who told him that she would have to charge, so directed him to a law centre who could resolve the problem for him. 
The solicitor at the law centre also helped him with a problem with a bank, who had mis-sold him a loan.  It is common for professionals to find that once a person with a learning disability contacts them about one legal problem, others come to light.

It is likely that these care package cases will increase with the implementation of personalisation and self-directed support,
 and the associated rise in direct payments.

One solicitor also spoke about Local Authority Social Work departments being taken to court on the grounds that they had failed in their duty to provide an appropriate care plan or support package.  Although this was not the case for any of the people with learning disabilities who spoke to us, it is becoming increasingly common.

Child protection cases

In two cases, people with children told us that social workers had stepped in because they felt that the parents were unable to look after their children. Concerns were also raised about neglect. Neither currently had their child/children living with them.  
Often the children of parents with learning disabilities are subject to child protection procedures. There are specific legal issues which arise here. In particular, there are problems for parents who need representation at children’s hearings.
  
Alice needed legal representation at an adoption hearing. Meanwhile, she had access to her children every few days. But there was a Children’s Panel hearing due in which she was having to defend herself against a request that her access be cut to only a few times a year. Alice now has a solicitor who is going to appeal previous decisions on the grounds that Alice had not had any legal representation. 

Asked what she thought would have happened had her advocate not helped her, she says “Then the kids would be away.” 
We will see later that problems with the rights of such parents have led to significant case law.
Access to education

Gary had some physical disabilities as well as a learning disability. He wanted to do a specialist college course, and had a meeting with the course organiser, who assured him that his needs could be taken care of. 
After he paid for the course, he found that the organiser was not willing to make quite small and simple reasonable adjustments for him. This caused great damage in his private life. Fortunately, a family friend who worked in higher education found out about this and told him that he was experiencing discrimination.  Gary contacted Equal Say for help.
Two of the eight interviewees had experience of this type of problem. One of the solicitors interviewed specialised in cases involving education.  In particular he was interested in placement in the school/ FE College of choice and also the duty to provide appropriate support to students with disabilities. He himself had dealt with cases where children have been excluded from school for reasons related to a disability. Other areas where discrimination has been a feature involve exclusion from extra-curricular activities such as school trips.

There was frustration that such cases are difficult to prove and often came down to the word of the individual against the word of the institution. The victims saw the use of the term “reasonable” adjustment as a “get out clause”.  Two advocates brought up this point. Ruth said: “there is a lack of cases coming up under the Disability Discrimination Act. Colleges always have the last word when it comes to determining what “reasonable” adjustments are. It’s very difficult to prove that someone has been discriminated against because of a disability: it’s one word against the other.”
Keeping legal action going can be dispiriting and exhausting. It took Arthur two years to get his compensation. Gary said that he decided to drop his case in the end because his solicitor “advised me to settle out of court... but for me it wasn’t about the money, it was about the injustice...but I didn’t have the energy to carry on with it.” Our research found many examples of good practice in helping people in these situations. What these examples share in common is that they involve the work of very committed and dedicated individual professionals and practitioners.  Good practice should not rely on individual good will however. We need to try and identify the key ingredients that result in good practice.

What Next?
The first recommendation, as we can see from the cases above, is:

Good Practice 1:  not making assumptions about the type of legal problems experienced by people with learning disabilities. This even on its own would be a major step.  

A recent paper cited evidence that people with mental health problems in Scotland were “among the least likely groups to take legal action, or even to seek advice.”
 This refers to advice on any legal problem, not just ones involving the special difficulties raised by welfare legislation.
4. Discrimination and being denied human rights

All the problems we saw above can be caused by discrimination, or made worse by discrimination.  From 5 April 2011, a general public sector equality duty replaces the disability equality duty placed on public authorities and those substantially carrying out work for them. Solicitors providing services must also comply with rules covering disability discrimination under the Equality Act 2010 and Rule 6 of the Solicitors' Code of Conduct 2007.

The process that a public authority goes through to decide how support is given is important. In a recent English case it was held unlawful under disability discrimination law for a local authority to take a blanket decision in its business plan to restrict council-funded care only to those whose needs had been deemed “critical”.

The tests for disability discrimination have been slightly simplified under the Equality Act 2010.  There is a new “objective justification” defence now in place. The service provider which is attempting to defend themselves against a charge of discrimination must show that its conduct is a “proportionate means of achieving a legitimate aim”. Cost in itself is not usually a justification. The relevant EU directive uses the phrase “appropriate and necessary” and is the interpretation which the European Court of Justice can be expected to impose if it evaluates UK legislation or acts carried out under it.

The two main types of disability discrimination under the Act are “discrimination arising from disability” and indirect discrimination. What is probably easiest to grasp for most professionals and service users, though, is the duty to make any “reasonable adjustment”. What is important here is that the equality duty requires that public bodies aim to foresee problems which require reasonable adjustment – they cannot wait until the problems arise.

Advocate Marie however had little faith in this:

That’s the one thing that we have learnt is that everything was great on paper ... but actually in practice it doesn’t happen like that.  Again, it’s all down to reasonable adjustments.  They can say “well we have got a lift so it doesn’t matter if most people can’t fit in it, as long as we have got a lift then that’s the reasonable adjustment.” 
There’s always a way for them to squeeze out of it somehow.  
These problems can also be a matter of human rights. The main source of rights case law in Scotland originates from the legal effect of the ECHR. Some ECHR rights are absolute, such as the right to life, and can never be restricted. Others can be interfered with, but the general principle is that where a right can be restricted, it can only be if this is in accordance with the law and is necessary in a democratic society.  
In practice, the usual formula is that a public authority can only interfere with a right:

·  if they do this lawfully 

· and if it is necessary – there is no lesser alternative which would work

· and if it is proportionate to the aims it is trying to achieve.

These particular human rights often do not entitle people to a particularly high standard of care. However, in combination with disability law, the duties placed on care authorities are higher than many individuals, even some legal professionals, realise. 
What Next? 

Good Practice 2:   Reasonable adjustments are to be assessed by what is reasonable in all the circumstances of the individual case. It can also be very difficult for frontline carers and professionals to spot a human rights duty.  

Below, we discuss training and establishing a human rights culture, but the first step is to encourage professionals to ask the crucial questions - and to provide facilities for professionals to access answers, quickly and where necessary, confidentially.

Understanding these rights and discrimination frameworks

A code of practice has been issued covering the Equality Act 2010 generally, but it is not yet in force.
 The relevant international human rights law has grown quite recently, and even many legal practitioners will not be aware of much of it.

Another problem was the lack of official information. Some professionals pointed out that they could not find out about how many people were classified even under quite clear labels. Solicitor George gave the example of the use of section 13ZA of the Social Work (Scotland) Act as an example of a breach of human rights (we discuss others’ views on this later). Section 13ZA concerns cases where the person needs community care services, but lacks capacity. The section makes it clear that the local authority may take any steps it considers necessary to provide the services. George pointed out that no-one knows how many people are subject to this. 

The problem is not just that people with learning disabilities did not realise their problems could be ones that law could address. Another difficulty, several professionals thought, was that others too were not spotting that individuals’ experiences amounted to discrimination or denial of human rights.  

Solicitor Marion gave one example of the current confusion: “you tend to find that child protection issues, everyone just says that it’s all about the welfare of the child and that’s not correct under the Convention. It’s just about the balancing so I suppose that takes you back to proportionality and whether or not those rights have been properly balanced.”

Different groups of professionals had differing perspectives. 
· Solicitors tended to couch these discussions around legislation, seeing human rights as the next stage when “domestic” legislation was not adequate.  

· Social workers tended to discuss human rights in much more general terms. They saw it as something which underpinned their everyday practice. It was something they discussed as being part of their “core value base”.

Lucy, a Mental Health Officer (MHO), said: ““it’s [human rights] overarching everything we do. We are very conscious about not taking away people’s rights. We work cases as a team and do peer supervision. We are a very small team and are very aware of the legislation.” Another MHO, Sonya, remarked that she saw her work as “based around trying to protect peoples' human rights”. 
Discrimination however, for MHOs, tended to be something that only appeared sometimes, such as when a person did not have someone appropriate to represent them. Solicitor Marion, in contrast, felt instead that “there is an institutional discrimination.” In her view, “it’s difficult to isolate any one particular incident and raise proceedings over that.” She emphasised that she was not criticising the individual social workers. 

Another solicitor, Jeff, saw the Legal Aid procedure as another form of institutional discrimination. It lost solicitors so much money that some did not see how their businesses could continue. Speaking about disability living allowance, Jeff said:

“With clients with disabilities, you have to take a long time with them and they said that we are not allowing you to take 60 minutes, we will allow you to take 45 minutes. ...So if the Legal Aid Board are saying ‘well you are not allowed to spend X amount of time with the same client’, then how can you say that human rights apply ... If a guy has not got a disability then it’s okay, you don’t need to spend so much time with them and therefore you will get paid. But if they do, you won’t.  Here is another one, just the same, they are not paying you.

... And we are not going to be here much longer because we can’t afford to run.”

Problems to do with legal aid were raised by many people we spoke to, and we discuss these later. The greatest problems however are likely to occur in cases where legal aid is not available at all. An example of a successful action involving Equal Say’s support was the human rights decision reached in SK v Julie Paterson, 2 Oct 2009.
 The solicitor in this case initially had to work pro bono. 
A parent who had a learning disability successfully challenged a decision at a children’s panel on the grounds that she had not understood the legal process, and had been denied legal representation. 

State funded legal representation will be made available in such cases later this year. The Scottish Government is also currently considering whether it could provide public funding for legal assistance in Mental Health Review Tribunals for actions under the Mental Health (Care and Treatment) (Scotland) Act 2003.
  
5. Communication: people with learning disabilities dealing with professionals

Communication was a central theme in all of the interviews with people with learning disabilities and professionals alike. This is hugely important. It can be a significant barrier to accessing justice. But when done well it can be a real example of good practice. People with learning disabilities really valued their interactions with professionals who took the time to communicate with them in a way that was accessible.  

Derek has had ongoing problems with his neighbouring and his housing managers. These have not yet been resolved.  Despite this, he has great praise for his solicitor. 

“He has been brilliant. ... When my deadline was up, he phoned me before I went on holiday. He phoned me when I came back and told me that that was fine and I didn’t have anything to worry about with housing. 

... He’s a busy person.  But when I phone, the receptionist takes a message and he always gets back to me. He’s phoned me three times since I last saw him. At the end of the day, he tells me what is happening.”
His solicitor also spoke to Derek’s advocate on the phone several times. Derek expressed great confidence in him.

Time is an issue we return to again and again.  It goes together with building a relationship, dealing with one person throughout, rather than staff who change constantly. The experience of advocate Peter shows this clearly. 

Peter had done a great deal for his Equal Say partner, Johnny, and was very supportive of him.  But, he said:  

“He can look after himself on a day to day basis. The problem I had with Johnny, and I decided very early on that I was never going to try and solve this, you are never really confident whether Johnny is telling you the truth or whether he is telling you the full story, or he can’t remember the full story, or when he so often says ‘I don’t know’ or ‘I can’t remember’, and that’s the problem, you can’t really get to the bottom of that.”
Good practice also involved being clear and avoiding jargon where possible. Many good guidance manuals have been produced by the Scottish and UK governments. Likewise, there were lots of examples of good practice for communication given in all our interviews, specifically for legal cases.  MHO Sonya said:

“There’s one that I can think of where it was getting Speech & Language involved and getting an advocate.  It was an advocate who spent a lot of time getting to know the person.  Even if she could grasp what we were saying she didn’t accept the reasons or didn’t agree with it because she didn’t want it or didn’t want to be restricted. Normally with enough time and effort but I don’t think that always happens. 
 ... Speech & Language got on board straight away and got really good information about how she was operating, what she understood and what she didn’t.  
But if the same situation cropped up now, as far as I am aware, Speech & Language, some people off on long term sick, there’s no guarantee you would be able to access that.  
Fortunately, it was at a time when we did manage to. It was fantastic because she did a whole pictorial thing for this woman which we could then use with her and show her.  It was really really good.”  
One type of breach clearly relevant to this question of building relationships can arise when a person is not given legal representation of their choice and instead is appointed a lawyer chosen from the local authority list. Meanwhile, in a landmark case before the Court of Session last year, it was viewed as an infringement of human rights for a parent not to have legal representation.
 

There was a good deal of discussion among our professional interviewees about whether good communication was down to general people skills, or training. We also discuss this later. Recognising however that neither experienced nor trained individuals can realistically always be available, interviewees highlighted the main components they saw as part of successful relationships with people with learning disabilities.
Good Practice 3:  promoting techniques of communication that non-specialists can easily learn. 

Examples we were given include: 

          Use of simple diagrams 

          Using pictures  

          Using plain English and avoiding jargon wherever possible

          Not making assumptions that a person is understanding

             Instead, spending time and checking regularly, to make sure
 

          When writing to the person, copying letters to an advocate or suitable support person

Practical measures:


Scheduling appointments at times that are appropriate for the individual


Face-to-face is usually best, although some people prefer email


Meetings do not have to be in an official building.  They could be in a person’s home, if this is appropriate

6. Capacity/ Incapacity 

"Capacity is the black hole of legal ethics."
 

One key reason for establishing good communication is that it very quickly affects decisions about capacity. Deciding about capacity is central for professionals when deciding what to do when working with someone with a learning disability. This is crucial for legal reasons. If someone does not have capacity then it is not possible for a solicitor to take instructions from that person. It might also be a deciding factor when deciding on what legislation applies.  
The problem is that there is no consistency. Some solicitors will take instruction if the person is supported by an independent advocate. Others are wary of taking instruction and will ask for more evidence such as a letter from a doctor confirming capacity to instruct. This is a clear barrier.
Formal applications for certain orders require two medical reports, one of which is by a doctor specially qualified in mental health diagnosis. Hilary Patrick has praised this model, which she sees as simpler and having better safeguards than the English equivalent at the time.
 

But the bigger problem sometimes happens at the start of the line, long before this point. The professionals we interviewed talked about a range of techniques that they use when trying to determine whether someone has capacity or not. There were mixed opinions about which practitioners were best placed to carry out such assessments.  Some felt that a specialist psychologist can have the best skills. 
One MHO, Lucy, uses a specific tool known as the ISACCA tool that was developed in Devon.  This tool helps to assess levels of ability. She said:

“I’m not meaning to sound funny but my skills are as good as a psychiatrist’s to assess capacity. My training has taught me to ask questions and to look out for things like delayed response, echo and things. Instead a psychiatrist will ask questions about maintaining their own tenancy or managing their own money and that tells you very little about comprehension. Incapacity is about not being able to think through processes and consequences…it’s about the here and now…that’s a really good indicator.”

Lucy added that she feared that care professionals might be “just doing it  - trying to get consent - as a token?”
There was almost universal agreement that having a learning disability does not automatically mean that someone lacks capacity, despite assumptions to the contrary. It was emphasized by all professionals that interventions with people with learning disabilities should start with an assumption that they have capacity until it is shown otherwise. In practice, however, it was less clear that this took place.

MHO Nancy said:

I don’t think people do understand the concept of that you can have capacity in some areas but not others.  I think people tend to think its a blanket thing.  You either have capacity or you don’t.  
And I think that’s the attitude of a lot of the care workers.   ... They shouldn’t have a sex life and they shouldn’t have a relationship etc.  

Physical and sexual abuse of people with learning disabilities was not until recently dealt with systematically. Indeed, the early papers tackled the subject as a great taboo, with titles such as “Thinking the Unthinkable”.
 However, it is important that such concerns should not lead to inappropriate restrictions on the sexual lives of people with learning disabilities.
Advocate Scott commented, on capacity:

“There seems to be, from any tribunals and AWIs that I have been at, there seems to be a blanket assumption that learning disability means that they don’t have capacity. So you find at tribunals a curator is appointed on their behalf for the lawyer. 

But they know exactly what they want and they can instruct the lawyer but that chance is denied them. The curator plays an important role but the curator is serving the needs of the tribunal and the court, not the person.”  
If this is happening, it is not what the law requires. As Hilary Patrick emphasises, it is a key principle of the Adults with Incapacity Act that all reasonable efforts be made to find out the person’s wishes and feelings.
  Appointing a curator or similar representative cannot be a substitute for this.  

Furthermore, it is unlawful under the Equality Act 2010 to discriminate directly against a person with a disability because of perceptions about them that are unjustified.

A solicitor, too, may not be enough. It is their role to act on their client’s instructions, but not to decide whether these are in their best interests. Also, not all solicitors have the knowledge or experience to deal with a person with a learning disability. Sometimes it may be possible to appoint a solicitor who has specialist accreditation for mental health cases. As yet, there are few of these. Even if one is available, though, legal aid restrictions can make it difficult for the solicitor to spend enough time with the person. 

One advocate, Louise, spoke about good and bad experiences with solicitors. Some of the most helpful ones had had to attend meetings without charging for their own costs.
 It does not help, as experienced solicitors have noticed, that the complexity and length of the various reports going to Children’s Panels, for instance, is increasing. 

Louise gave one example of the practical problems involved in instructing a solicitor who was loath to work beyond the time he was paid for:

Alison only got word that he had been appointed as her lawyer the Friday before the Panel was due to meet on the Monday. There was no chance of meeting.  He arrived to the Panel 10 minutes before. 

... The first thing he said was that he had never seen such a big report for a Children’s Panel hearing and it was really clear that he hadn’t read it.

 ... He didn’t ask Alison any questions, they were all directed at myself and Alex, because he was not really sure how to communicate with Alison. 

And at one point before we went in, Alison turned to me and said ‘by the way, I’m feeling really left out here’ because she wasn’t getting asked any questions or opinions.  ... had it been her own lawyer she would have a lot more to say and know what the issues were.

The person may need an independent advocate to help communicate what he or she wants. It is possible to ask that a tribunal hearing be adjourned for this. As Adrian Ward has said, incapacity may impair the exercise of the right of autonomy but “does not detract from the right itself”:

“The purpose of incapacity law … is to endeavour to make good that impairment so far as possible; never simply to take that right from the adult and pass it to another. That distinction must always be observed to the maximum possible extent. In some cases where the distinction is a narrow one, it remains critical.”

If the court or public authority fails to provide these protections, it may be a breach of the right to a fair hearing under Article 6 of the ECHR. A person must have a right to have their capacity assessed, and where possible they must have sufficient notice and a right to be heard, yet the Scottish Government has recognised that the timetables for compulsory treatment orders are very tight.
 

Solicitor Jeff added: 

Obviously with Article 6 the principle gives the right to a fair hearing/trial ... But in practice, Article 6 is a hard one to utilise because if the organisations that are supposed to be helping, don’t – then it’s a bit of a fiction rather than reality.
Another difficulty is not necessarily the decision itself, but the time taken to reach it. Article 6 also requires that a person has the hearing within a reasonable time. Solicitor Donna reckoned that the tests are not always met, particularly in difficult cases. She gave the example of a young man in a 24 hour residential care facility who was subject to regular observations as a result of his sexualised behaviour.  She explained:

It took a full year with the staff in the unit saying they thought it wasn’t appropriate and a breach of his human rights before social work decided it wasn’t the least restrictive option.

So there is a level of inconsistency there in terms of how the principles are interpreted...but the nature of social work involvement means that decisions are made on an individual basis ... that is the nature of social work.

A third example is where excessive security is applied to a person detained in hospital under the Mental Health (Care and Treatment) (Scotland) Act 2003. The problems here are not only bad practice, but also legal procedure. The 2009 Report, Limited Review of the Mental Health (Care and Treatment) (Scotland) Act 2003,
 suggested that the Act did not fully comply with Article 5. There was no maximum time period for recalling an order, and insufficient powers to enforce a court order to move the person to condition of lesser security.

A fourth example is where a person is being deprived of their liberty: this need not mean that they are locked up. For instance, it could also happen when the person has in theory a right to leave or to travel, but if they tried, in practice they would be prevented by an official who is responsible for their care. They might be deterred by sedation, or they might feel coerced to stay, and unable to try. Doing this without authorised safeguards was declared unlawful in a key decision of the European Court of Human Rights,
 but it is not clear whether the message of this has yet been absorbed into care practice in Scotland.

Donald Lyons has even pointed to the possibility that a package of care at home can amount to unlawful deprivation of liberty.
 It is unlikely that care professionals will have thought through human rights concerns to anywhere near this extent.  In another example, Hilary Patrick and Nicola Smith note a similar risk if a person is are allowed only to go out with an escort.
 To the untrained person, this sort of situation does not look so obviously like a human rights matter.  Nick Brindle and Tim Branton recently observed that even where legislative provision is good, an inherent difficulty is that “deprivation of liberty is an imprecise legal concept”.
What Next?
Potential for a test case

There is a remarkable case which has just been heard by the European Court of Human Rights on 9 February 2011.
 The outcome is not available yet. The facts of the case are shocking. A man was held without his consent in very poor conditions with no effective right to review or appeal. This is unlikely to happen in Scotland. However, the legal arguments put before the court on his behalf are potentially very important. 

The ECHR arguments are familiar, though still useful for guidance for future test cases in Scotland. These have been summed up by the Mental Disability Advocacy Center, which joined in the case.
 The main ones were: 

· institutionalisation is itself a violation of the right to respect for private life and home (Article 8);
· the deprivation of his legal capacity was done in such a way as to violate his right to a fair trial (Article 6)
· the deprivation of legal capacity affected the enjoyment of his private and family life (Article 8)

· he was arbitrarily and unlawfully detained in the social care institution (Article 5(1))

· there was no judicial review of the lawfulness of his detention (Article 5(4)) 
· Bulgarian law allowed for no possibility to seek compensation for his unlawful detention (Article 5(5)) 
· the conditions of detention in the care home constituted inhuman and degrading treatment and punishment (Article 3)

· there were no effective remedies for the above violations (Article 13).
What is particularly interesting for Scotland is the argument that institutionalisation is itself a violation of the right to respect for private life and home. This relied on the UN Convention on the Rights of Persons with Disabilities. The UN High Commissioner for Human Rights produced a report in 2009 which reached a remarkable set of conclusions:

· Article 14(1)(b) of the Convention forbids deprivation of liberty when it is based on the existence of any disability, including mental or intellectual, as discriminatory.  (The Article states that “the existence of a disability shall in no case justify a deprivation of liberty”.)

· Detention is unlawful “when the deprivation of liberty is grounded in the combination between a mental or intellectual disability and other elements such as dangerousness, or care and treatment. Since such measures are partly justified by the person’s disability, they are to be considered discriminatory and in violation of the prohibition of deprivation of liberty on the grounds of disability, and the right to liberty on an equal basis with others prescribed by article 14.”

As a result, the Report said, any legislation which authorises the institutionalisation of persons with disabilities on the grounds of their disability without their free and informed consent must be abolished. This includes any laws which permit this for a person’s care and treatment without their free and informed consent, if the reason is an apparent or diagnosed mental illness (including a learning disability). 

This also includes laws which permit this on grounds such as the likelihood of them posing a danger to themselves or others. 

Although the Report said that persons with disabilities can be lawfully subject to detention for care and treatment or to preventive detention, this cannot be merely because of their disability. It would have to defined so that it applied to all people on an equal basis.
“The key element of any intervention aimed at giving effect to the right to independent living and community inclusion is the explicit legal recognition of the right of persons with disabilities to determine where and with whom to live. 
... De-institutionalization is necessary but not sufficient to achieve the goal of independent living. In most cases, a national strategy that integrates interventions in the area of social services, health, housing and employment, at a very minimum, will be required. 
... it is necessary that the independent living principle be rooted in a legislative framework which clearly establishes it as a legal right and in turn places duties on authorities and service providers, while also allowing for recourse in case of violation.”

The Convention on Disabilities is not binding, but the UK has been a signatory since March 2007. International treaties can be taken into account by a Scottish court in deciding whether someone’s human rights have been violated. Furthermore, recent decisions by the European Court of Human Rights on discrimination against people with disabilities specifically cited the Convention.
 Therefore, this report may be a useful sign of legal changes ahead.
Partial capacity

The Stanev case may also give guidance on situations where people have varying capacity. A key issue for many of our interviewees who had a lot of experience was that people may be quite competent in some situations, and that taking away all powers should be a last resort. All three of the major statutes to differing degrees require that people be encouraged to acquire relevant life skills. Furthermore, this can be a matter of respect for private and family life under Article 8 of the ECHR. 

MHO Margaret gave a particularly good example: 

“He has his own tenancy with support but he tears up all his letters and correspondence. So we applied for guardianship for a very specific right – to have a locked letter box. His worker now gets his mail and asks for his permission to open it, which he always gives. 

Without this he was putting his tenancy at risk as he was destroying important correspondence. The important thing about this example is to let you see that it was tailored very specifically to meet his needs.”

As Bartlett et al point out, a legal framework has to be flexible. Capacity often fluctuates throughout life, sometimes changing very rapidly. A decision made weeks ago may be out of date when a case comes to be heard.  Furthermore, a person may lack capacity to make some decisions, but still be capable of making others.
 1n 1992, Germany abandoned guardianship orders completely, replacing them with a system in which a personalised order is made, with different requirements set out in each individual case.

Conflicting priorities regarding capacity were obvious when we looked at how the various stakeholders handled cases. When solicitors were making private guardianship applications (for instance by a family member) some MHOs felt that solicitors have a “stock list of powers.” Sonya said “we find them asking for everything and anything. We often have to go back to them and ask to get some of the powers taken off.” 

It is quite different when a solicitor is defending a person with learning disabilities who does not want to be declared legally incapable.  Solicitor Jeff said:
“In one case, the Council tried to appoint the guardian because the client was being beaten up by [someone he knew well].  He was perfectly competent to issue instructions but he was caught in this trap with [this person], and the Council thought that the way around it was to apply for guardianship.  

But we got our own medical evidence which stated that quite clearly he was capable of telling the Council to back off. It was a matter for the police - not for the courts to appoint a guardian.  He was competent even if he was at risk of violence.”
Scottish Government guidance emphasises that professionals must help people with learning disabilities to develop skills. It is not enough to make decisions for someone on the grounds that the person does not have skills, yet has not had support, encouragement and a reasonable chance to learn them. 

The guidance points to the fifth principle of the Adults with Incapacity (Scotland) Act 2000 on whether or not to intervene: 'in so far as it is reasonable and practicable to do so, encourage the adult to exercise whatever skills he/she has concerning his/her property, financial affairs or personal welfare, as the case may be, and to develop new skills'.

One lawyer, Robin, said:

“I had someone who would turn up at all points, she couldn’t read any of the letters ... she would just start screaming on the phone to me and swearing at me saying that I had her money ...  
I got a report back for her saying actually she has not got a very severe learning disability.  What it was is because she was institutionalised at the hospital at XX for many years: it was her social skills that were so bad.  Her social skills were the worst that the psychiatrist had seen. But her learning disability was on the borderline ... She acted as if it was a lot lower than this. 
 But actually it meant that she could have her money because she had the capacity to deal with it.  So we just need to make sure that we have got two reports that confirmed it because nobody would believe that she could deal with her money.”  
What Next?
Biswas and Hiremath describe a practicable approach in their helpful article on assessing capacity and best interests in English law. They outline steps from how to challenge the medical decision up to the point at which a challenge may be made in court:

“There may be occasions when someone (including, but not only, the patient) wishes to challenge the outcome of a capacity assessment. The doctor who carried out the assessment may be asked to give reasons why they believe the person lacks capacity to make a decision and provide objective evidence to support that belief. In such cases the doctor must show that they have applied the principles of the Mental Capacity Act. 
A second opinion from an independent professional may be sought. If a disagreement cannot be resolved, the person challenging the assessment may refer the matter to an appropriate Court, depending on the gravity of the capacity decision in question.”

In the context of a tribunal or similar, it is a failure of duty not to take all practicable steps to find out what capacity someone has. They must be given every reasonable chance to communicate their views and feelings. If this does not happen, it could be reasons for a human rights test case. 

Of course, as we found from our interviews, few people would want to go down this road except as a last resort.  A recent report from the Mental Welfare Commission of Scotland discusses cases where people with learning difficulties may face being deprived of their liberty. It urges the Scottish Government to develop a human rights culture so that when this has to be done, it is done properly.
 

7. Communication between professionals and the possibility of conflict of interests

It is clear both from the principles and the detail of the legislation that a local authority has a duty to choose the least restrictive care package it can reasonably offer in pursuit of the person’s best interests.  However, some of our interviewees felt that on occasions the authority would seek an excess of powers and then rely on goodwill assuming that the principles will be adhered to.

One of the difficulties in selecting the appropriate legislative regime, as we saw, is that professionals do not always realise that the crucial question is one of capacity. Solicitor Robin said that since the introduction of the Adults With Incapacity Act, social workers were much more consistent in understanding their role.  Sometimes however, they got confused when dealing with urgent and yet ambiguous situations:

That is what must drive a care plan because if they don’t have capacity then you are looking at AWI.  If they do have capacity you are looking at vulnerable adults.  Some social workers will phone up us for advice.  And some of them will be in a little bit of a panic because they don’t always have it in their mind “do they have capacity?”.  It has to be clear.  
I think that is sometimes why Equal Say just think that when we ask that straight up, “do they have capacity, has that been looked into?”, they just think that we aren’t going to be helpful.  It is a key question on how do you work out whether or not we can help and what should be the general advice here.  It is the first thing you should do.  
The dilemmas however are well illustrated in one interview with MHO Jane: 

I would be very interested to hear what solicitors say about this because I suppose this is another issue.  There are times .. where people can see that they don’t want to be here, they don’t want to be taking the medication, and whatever, so they have got the capacity to do that and you know that. But how much do they actually understand?  ...  Is that person really making an informed decision about the risks that they are taking?  
...  You can ask for all the powers that you want but actually executing those powers is something quite different. I have been in situations where sheriffs have said ‘I can understand why you are applying for this but how are you going to do this? How are you going to make sure that that man puts the heating on, eats a meal and stops drinking?’
... There are situations where you almost feel that it’s worth somebody going on guardianship because if something goes wrong, other authorities can say ‘that person is on guardianship, how can that have happened? How can you let that person neglect themselves’?
Solicitor Norrie recognised this and said that on some occasions “Social Work have been what the adult would perceive as being heavy handed, but they are doing that because they think that there are issues there and they don’t want this adult to be disadvantaged because they are not taking an interest in them. It is difficult in striking the balance.”

One example would be a case under the Mental Health (Care and Treatment) (Scotland) Act 2003. In these cases, both a solicitor and an MHO would be involved. Both would view their role in a similar way - to promote or protect the rights of the service user.  However, the main difference might be that the solicitor will be protecting the right to freedom while the MHO will be protecting the right to have care and treatment, to get well.  

Solicitor Robin also felt that although there was consistent treatment in courts in the central belt of Scotland, this was less so outside this area.  In the central belt, there are experienced sheriffs who regularly do guardianship work and can cover for each other when one is on holiday 

Welfare guardianship by private individuals has raised concern under the 2003 Act. Donald Lyons notes that there are now over 4000 people in Scotland subject to this. In his view, because of “the uncertain meaning of ‘deprivation of liberty”, inconsistent application of the safeguards is almost inevitable. But he also takes the view that the system is probably within human rights bounds (although his comments predate the Stanev decision, and he is less sanguine about the lack of an adequate appeal process).
 

It is particularly problematic to encourage professionals to see private welfare arrangements, already very demanding on the family or other guardian, as matters for legal regulation. Equally, though, test cases in this field may be of great value for contesting recent plans for serious cuts in disability benefits under the present government, particularly those providing expensive but valuable care which enables people to participate in the community.
Where Lyons also sees much to worry about is the tendency of local authorities to seek short-term interventions, which can bypass the protections. Case law already has shown that back-to-back detention is unlawful, and this needs to be better known.
Related to this is section 13ZA of the Social Work (Scotland) Act. The section 13ZA power makes it possible for a local authority, in some circumstances, to act on behalf of a person without capacity despite not having a guardianship order. Adrian Ward is critical of this because it can be done without all the protections provided by the Adults with Incapacity Act. A declaration of incapacity, as we saw above, can be for the benefit of a person with a learning disability. 

Equal Say partner Maxine was suffering from early-onset dementia. Her social worker had decided to refer her because there was talk of moving her to a care home. This could have been done easily using the section 13ZA power. Maxine’s care package costs had become nearly twice the cost of a care home. 

By this time, she had reached the stage where she was no longer capable of instructing an advocate to represent her. However, her advocate found that her past wishes had been that she stay in her own home, where she was happy and had very good relationships with her staff and her local community. Based on AWI principles, the decision was taken to leave her there. But it was easier for an advocate to “make a nuisance of themselves” by arguing for this expensive package than it would have been for a social worker employed by a council needing to make cuts.
Solicitor Donna also had concerns about section 13ZA. “This is another area that I have significant concerns about. If there is any doubt, the local authority should be going for guardianship anyway. You could argue that if someone is incapable but compliant then it might be OK to move them to a residential unit for example. But then on what grounds do you keep them there?”

Both take the view that this can be a significant breach of human rights. Ward points out there is already case law on this, but it appears that it is not always being complied with. Given the Stanev judgment, local authorities should now be particularly careful.

MHO Lucy offered a different view on this, however: ““I think we need more training on section 13ZA. It has advantages. There is an audit trail and if everyone is in agreement you can go ahead rather than go through the court system - rather than to pursue welfare guardianship.” What is important is to ensure that this decision is made in the context of a human rights and anti-discrimination culture.

What Next?
Good Practice 4:  A relevant Scottish body should be given the task of identifying and monitoring people who are regarded as incapable but compliant, because they do not enjoy the same safeguards as people subject to formal guardianship orders.
This relates quite closely to another central dilemma, particularly for the MHO. On the one hand their role is about protecting the individual from harm. But on the other hand a key part of the social work role is about empowering individuals to make choices and decisions about their own life. Balancing these can often be difficult.  

Equally, there are times when not admitting someone to residential care can be a breach of human rights. Failing to do enough during the waiting period was also held unlawful in one case that went to the Court of Session. Lord Hardie decided that assessing someone’s needs had to be "needs-led not service-led", so that what resources the council had was irrelevant at that stage. 

Even when the needs had been assessed, the council could not decide to do nothing simply because that person had been put on a waiting list. No matter how short of money a council might be, it has to provide some halfway-house care, and it has to re-assess the needs of everyone on the waiting list regularly.
 “Regularly” remains important, as emphasised in one case decided by the European Court of Human Rights.
 A recent report from the Scottish Parliament’s Equal Opportunities Committee expressed concern that the Mental Welfare Commission no longer has the power to scrutinise local authority services for people who are not in hospital. It noted too that this included more than just health care: the 2003 Act envisaged social inclusion in the community. 

There can also be a dilemma in the role of the independent advocate. An advocate might believe that the choice an individual is making is not necessarily in their best interests. However, they are very aware that their role is to ensure that the person’s views are known, that their voice is heard.  All the advocate can do in such a situation is ensure that the person they support is aware of the various options and what they might imply. 

What Next?
Good Practice 5:  There needs to be a better understanding of the conflicts of interests between professionals and even between different departments of local authorities. Without this, frontline staff face confusion and are unaware of how they can best carry out their own role.

Litigation is far from an appealing solution, but where the law is unclear, it may be best practice to seek guidance from test cases. 

8. The other side of capacity and protection: the Adult Support and Protection Act 2007

One solicitor, Donna, was relatively enthusiastic about the Adults With Incapacity Act. She said: 

I am a big fan of the AWI Act: it’s a really nice piece of legislation. It’s simple and straightforward. I do have some concerns, for example in relation to indefinite guardianship orders, but the possibility of regular review is built into the Act. A case can always be brought back by anyone who has an interest in it.”

On the other hand, she felt that the Adult Support and Protection Act had the potential to “significantly breach people’s human rights. It is a poor piece of legislation. I think the test is that it isn’t used often. Any legislation that isn’t used is bad legislation. ... I have major concerns about the 2007 Act. The concepts are not what people thought they were.”

There is potential here for an application under the Freedom of Information (Scotland) Act 2002 to find out from the Court Service how many applications are being made.  Over a set period, it could be asked how many had been rejected and how many appealed? How many involved legal representation? How many were specifically related to learning disabilities?
One problem here is that the social worker is akin to an investigator – a very different role to their usual person-centred one, which can be an uncomfortable experience. There is an obvious question about whether care professionals are often enough asking which of the three main statutes should apply, and in particular whether they are considering the 2007 Act.

MHO Lucy said: “I think we need more training on all three Acts together. They are all to protect people and are underpinned by human rights, but when does it become interference?  We only use legislation as a last resort.”

She gave one example: “it took us ages to go for a banning order [under Adult Support and Protection legislation]. We were almost there but X changed her mind at the last minute…we should have just kept using care management.” The relationship with the service user broke down as a result.

Some assistance, however, has been provided by the Royal College of Psychiatrists in an online training package on the deprivation of liberty safeguards:  
http://www.e-lfh.org.uk/projects/dols/register.html.

What Next?
Good Practice 6:   More information should be sought on applications under the Adult Support and Protection Act 2007. This would include not just the numbers, but the proportion which relate to learning disabilities, the proportions of rejections and appeals, and the degree to which those people received advocacy or legal representation.
9. Pathways to justice

At each stage of a legal problem, people face difficult questions. Genn and Paterson’s research summed these up well:

“Do people have any inkling of what their rights and remedies might be? Do they have the knowledge and confidence to pursue those rights and remedies?  Do they feel able to handle the matter alone?”  

If they do, they might have other fears:

“For example, fear of legal costs, inaccessibility of good quality advice about legal rights, previous negative experiences of legal advisers or legal processes, a sense of powerlessness about certain types of problem; and in some cases a sense of alienation from the legal system.”
  

Even if people do decide to go to a solicitor, that may be far down the line; they may prefer advice from someone else first. On top of this, people may want their problem solved quickly and think that making it a legal matter may cause confrontation, or delays. They may fear the cost, too, and not realise that the first appointment can be free. We can see that providing people with good quality legal advice is only a tiny part of the bigger problem. 

Each person with learning disabilities involved in the research had their own pathway to justice (or not). Some people who spoke to us had sought legal advice with the help of Equal Say. Some had contacted a solicitor on their own.    

There were some common features across the cases.  For those people who had contacted a solicitor on their own, this tended to be a typical high street solicitor and there were varying degrees of success.  When there were difficulties, these were often the result of not seeing the same solicitor on each visit, or a particular solicitor moving on unexpectedly.  

What was often crucial was the help of a professional or a volunteer advocate.  Solicitor Donna said: 

We are working with some people who have got a very supportive family and involvement but a lot, I would say the majority of the people we are working with, are very isolated and don’t have a good family network of support or any friends.
Five of the seven solicitors interviewed spoke of people being referred to them by (for example) social workers, advocates and GPs, as well as by word of mouth. All of those solicitors were ones who either work for Law Centres or have built a reputation as someone who is particularly good at this type of work. Although social workers and advocates are not able to recommend solicitors, they are aware of those who are supportive when it comes to working with people with learning disabilities.  

Getting help from an independent advocate

Gary: “It is a luxury to have Mark: he is like gold dust.”

As we have seen, many of our interviewees explained how the role of advocacy services is crucial. Furthermore, it is Hilary Patrick and Nicola Smith’s view that there is a right of independent advocacy, regardless of the legislative regime, whether or not a person is being considered for compulsory measures - “and indeed, when no legislative intervention is being considered at all.” They emphasise that it is a right not just to be told that this right exists, but that suitable access to an advocate be provided.

Solicitor Norrie said during his interview:

I suppose what we haven’t spoken about is the advocacy in all of this.  For the work that we do, advocacy is a good quality.  It’s pretty important for these people because even when I meet with them, generally speaking, they are only able to give you part of the story and the advocacy worker who is with them were filling in the pieces for you. They will say to the person “but you don’t remember to say to Keith” and then at that point they will give you that information. If you were seeing them on their own you would probably only get sixty or seventy percent of the story, you wouldn’t get the whole story.  
And good quality advocacy is pretty important because it gets the story out and it also gives the people the strength, support, confidence and courage, whatever you want to say to tell their bit of the story whatever way they are able to do that.  And actually to go and see a lawyer because that is quite daunting for most people.  If you don’t have somebody to go with you to the lawyer and you have got learning difficulties, you aren’t going to go.  So that’s important.
Together, these make it essential that independent advocacy services be sufficiently funded and supported throughout Scotland. This view is widely held. However, the Scottish Association for Mental Health, in its evidence to the Equal Opportunities Committee of the Scottish Parliament in 2010, said that although there was advocacy provision for particularly vulnerable groups for people with specific disabilities, and those from socially excluded groups, it was not provided consistently across Scotland.

This was the experience of solicitor Donna, who told us that “there is the reliance on advocacy to point someone in the direction of a solicitor - the issues probably aren’t so pronounced in the central belt but there is much less provision in the north and the south”.

Not surprisingly, there were few services for people with learning disabilities whose first language is not English. Dale Meller, giving oral evidence to the Equal Opportunities Committee, said that “someone wants not a mental health advocate and an interpreter but a bilingual mental health advocate - in other words, they do not want a three-way conversation between themselves, their advocate and an interpreter - we know that that can cause a problem. Such a service is not really provided.”
 This has obvious resource implications, and may lead to test cases to establish what the Scottish government can realistically provide. 

It does not help that it is difficult to obtain data on ethnicity. The Mental Welfare Commission for Scotland in its written evidence said that at most it got such information on 70% even of those people subject to compulsory care and treatment (partly because it may be sought at a time when people are in particular distress).
 This is especially worrying given that the McManus Review report itself found that the provision of advocacy services for people with learning disabilities was a particular concern for equal opportunities. Many other groups face similar difficulties: the evidence on the McManus Review often focused on people with multiple disabilities and children and young people.

Shaben Begum in her oral evidence to the Equal Opportunities Committee stated that advocacy organisations were finding themselves having to concentrate on crisis cases, and so, she said, “they do not have the time and resources to raise awareness among service users in the community who do not face crisis.”

What Next?
Even when independent advocates are available and access to them is being provided, other professionals may need advice on how to work together with them. The Mental Welfare Commission for Scotland has produced guidance on this and keeping this in the minds of all front-line professionals should be a high priority. As we will see below as regards training, it is practical assistance which helps build a human rights culture, not just occasional classroom seminars or the provision of booklets without further hands-on experience.

Good Practice 7:   What is essential is not only that independent advocacy services receive enough financial support to help prevent crises cases rather than only respond to them. It is also essential that professionals and service users be kept aware of them and how to access them, and that material which already exists is used to train professionals in how to work effectively together with independent advocates.

Training 

Gary went to several solicitors before he was referred to a law centre. 

They took my case seriously. They treated me with more respect. They listened more than they talked. 

But they also told me that if I wasn’t happy with the service that they offered that I could go elsewhere. I felt positive and upbeat for the first time in ages.

In terms of training that would be helpful for those working in this area, communication, as we saw above, was something that was mentioned by many of those who participated. Although seen as important, it was not something that many people recalled having being taught at University or on training courses. This was identified as a significant gap.  

However there was some discussion as to whether such skills were something that could be taught or were inherently part of an individual’s personality (being good with people).  Others thought it was a skill that could only be obtained by practice, by working with people with learning disabilities.  Other training needs that were identified related to issues around assessing capacity and around specific aspects of the law.

The Mental Health Tribunal runs a continuing programme of training for members and sheriffs, which includes learning disabilities and human rights law. Nonetheless, this is only a small fraction of the professional roles where training is needed. 

Furthermore, as we also saw above, communication skills are not the only knowledge lacking. Solicitor Anna, very experienced in practice in this field, felt that some officials do not understand the significance of such legislation as the Disability Discrimination Acts and the Human Rights Act. She said that children’s panel members are not getting adequate training on the Human Rights Act, and even those who have had it got this training when the Act first came into force (before it became obvious how significant it would become).  

What Next?
Two researchers compared several countries so they could suggest the best way to deliver access to legal advice for disadvantaged people. On training, they found that it needed to happen when it was most relevant.
  

Good Practice 8:   The researchers found that training is most effective at the time when there is a real-life problem to be dealt with. One way of doing this could be to provide opportunities for volunteers and professionals to teach each other in their workplaces.

Advice for people just starting to look 

“Reforms to mental health and incapacity legislation have made Scottish law a world leader and there has been significant reform in community care and adult protection law. 
However the Committee believes that without accessible and high quality information, advice and (where appropriate) legal representation, legal rights are ineffective, confusing and ultimately meaningless.”

How those who do not have the support of a social worker, other professional or family member find a legal advisor who is able to meet the needs of someone with a learning disability?

It is easy to recommend creating specialist services, but these cost money and people have to know where to find them. The Legal Services Research Centre found that many people (not just those with learning disabilities) feel comfortable getting advice at a place they already know and visit regularly. They also like to get a range of advice there.
 
We mentioned earlier that problems for people with learning disabilities often come in clusters. The Buck and Curran research again found that vulnerable people like advice on all their problems at once.  

Australian research on barriers to legal assistance for people with mental health problems found that many service providers felt that what was needed was a specialist mental health legal centre, dealing with a full range of legal problems, but employing specialist solicitors with suitable communications skills and the time and flexibility to work with vulnerable clients. 

But it also pointed out that lawyers doing this sort of work needed support to avoid “burn-out”.
 It is important to remember too that the clients can suffer: English research on staff working in services for individuals with intellectual disabilities found that unfairly overworked staff provided poorer help for service users.
 

Furthermore, a recent case established that unpaid volunteers are not protected at work by anti-discrimination legislation – a serious concern if there is to be any plan to expand volunteer advocacy services.

Providing advice at this initial stage does not have to be as difficult as it sounds. Often, people do not need specialist legal advice straight away. What is more important is that the people giving the advice recognise when someone has a problem that might be a human rights or legal problem.

· The main barrier for disadvantaged people is easy access to advice. The advice has to come to people with learning disabilities. However good a service is, people may not find it
· But almost as important for someone who is disadvantaged are familiarity, trust and friendliness. 

· For people with learning difficulties, what is particularly important, we found, was consistent support from one person who could be with them throughout

· Face-to-face advice is not always needed, and may not even be the best for some people. Internet, telephone or videolink are valued by some.

“The same as you?” report came to similar conclusions. It singled out the Scottish Accessible Information Forum, suggesting that it should consult the various bodies and individuals on“ how best to provide joint, one-stop, free and accessible local information services for people with learning disabilities, their families and carers.

Buck and Curran found that advice cannot just be handed out by professional or other organisations. People in the community need to be educated about the law. However, this is not easily done. But the researchers also concluded that independent advocates are well-placed for this sort of work. 

What Next? 

Good Practice 9:   If a care provider tells a person that an advocate is available, that helps overcome the problem of access. After that, the advocate can arrange to meet the person somewhere suitable. An advocate can have time for a strong, lasting relationship that builds trust. This, of course, does not come free. It depends on there being financial help for organisations which train and support these advocates, who are often volunteers.
Developing materials out of what is available already

No-one giving advice needs to start from scratch. Much work has been done to find out the ways in which people with learning disabilities want to get information, and the best ways of doing this. There are also good models to use, and materials already available.

In England, the “is that discrimination?” campaign has useful leaflets and a Facebook page.
  The Public Legal Education Network has showcase stories about projects internationally that have worked well.
 The Disability Law Service created a project to help people with learning disabilities develop “legal capability.” What they found particularly useful was working with community groups to do role play.  There is a film the young people produced which is free for anyone to watch.
 

More ambitiously, a legal website called CLEONet has been set up in Ontario, Canada. It offers information and training. It puts a priority on the kind of legal information that its researchers found were most needed by the communities that face barriers in accessing justice. These barriers include for instance income, literacy, language, isolation, and disability. 

The information is not just put up in blocks. Each piece of advice on the site has weblinks to community supports and how to get referrals. At the moment the design is quite basic and there is a lot of text on each page. However, it shows what is possible.
 Insights from this sizeable experiment could be valuable for providing a similar service through the Scottish Accessible Information Forum,
 if it could be suitably funded. 

It is important to avoid having to re-invent the wheel. Although there is much more material on English law than Scots law, much of the basic discrimination and human rights law is very similar.  The big advantage of using these websites is that a lot of work has been put into making the material easy to understand. But Scottish materials do exist. The Scottish Legal Aid Board funded a pilot Disability Legal Advice Project, and the Scottish Government recently produced a report on how disability organisations can influence public bodies. Toolkits on engaging with service users have also been developed and made available.

Scotland could build on the English legal websites and investigate the Canadian CLEONet model. (Similar recommendations have also been made for Scotland based on government practice in Australia.
 Advice links could be designed to be local, directing people to advisers and places that are familiar to them. 
If funding is unavailable, this could be developed with the help of law centres and pro bono clinics, with disability organisations and volunteers helping to design pages that are attractive and easy to understand. It would be crucial to keep the information updated and the links checked regularly. It would also take time, imagination and expense to spread the word about the website. A service which depends on volunteers would have to allow for these ongoing costs.

Good Practice 10:   To begin with, it would not be hugely expensive to design a set of typical diagrams for common legal processes. 

These could be designed by pro bono clinics or other legal professionals as volunteers. Or for instance supervised students could draft these as part of a dissertation project. In several Scottish universities, law and IT and media students might all have a valuable skill to offer at low or no cost.

What Next? 

The information is out there if people know where to look for it. The Scottish Legal Aid Board has a page on its website listing solicitors who can help with cases involving mental health and adults with incapacity. 

http://classic.multimap.com/share/slab/ 

The Law Society for Scotland has a webpage where people can search for a solicitor or a law firm by their area of work. These include disability law and discrimination law.

http://www.lawscot.org.uk/wcm/lssservices/find_a_solicitor/Core/directory.aspx
Links to these could easily be added to a legal information website.

Going to court

The Scottish legal system has some admirable methods for holding informal hearings in relaxed places.  Some however come with the full paraphernalia of traditional courts. One piece of research in the United States suggested quite simple and cheap methods of making it easier for people with disabilities to cope with appearing at any formal hearing. These included:

Good Practice 11:  helping people when they arrive for a formal hearing.

-   Prominent signs on every floor of a building telling people that they can ask for instance for a quiet room, or help from an official in filling out forms
- similar information on a postcard put in with official forms when they are posted out to people
-   A quiet waiting room, to recognise that some people may be easily upset or disturbed

-   Timetabling hearings in the afternoon, to recognise that people on medication may find it hard to wake up, or to be coherent earlier in the day

-   When it is known that someone has diminished capacity, calling their case first. 

The authors, Zelhof and Goldberg, gave an example of the importance of wording. He observed that the notices at the court they studied stated that "If you need an accommodation, please ask a court officer to direct you to the Chief Clerk's office for assistance." They pointed out that a person with a learning disability might not understand that this applied to them. A better notice, they thought, might read, "If you have a physical or mental disability, you may ask the judge or a clerk to assist you during your case. For example, you may need a quiet room to wait in, an afternoon appointment, help filling out paperwork, or a referral to Adult Protective Services." Australian courts provide much of this sort of advice online,
 which would make it easier for people to find information out before finding themselves in the intimidating atmosphere of a court building.

A report from the Law Society of Scotland emphasised that many changes that could be made through “a change in culture rather than expensive technology”, and it offers a very helpful list.
 There are also good guidelines, including detailed advice on how to word questions to make them easy to understand, in new English guidance about adult vulnerable witnesses in criminal courts. This would be equally valuable in Scottish courts.
 More costly, but much-praised, have been in-court advisers pilots in Scotland.

Understanding the result is also very important to the person and their supporters who were not present in court. In a recent English case, the Court of Appeal drew attention to one particular problem:

“We consider that we should be hesitant before criticising judgments in care cases made by Circuit judges and High Court judges under great pressure. It would however be very helpful to this court if, at the outset of a judgment in a care case, the judge were to introduce all the parties and to explain their different proposals for the future of the children; and then, before turning to the history (and later of course to analysis of the issues), if he were briefly to summarise the current circumstances of the children and of each of the adult protagonists.”

If this caused problems for the appeal court, we can only wonder how difficult it must have been for other parties wanting to understand the judgment. 

Beyond lawyers: making it easier to get advocacy help

There has recently been an important advance which could be especially useful for people with learning difficulties. Under the new Legal Services (Scotland) Act 2010, some of the higher civil courts can allow a support person to speak in court on someone’s behalf. The popular legal term for this is a “McKenzie Friend”.  This will be available in the Court of Session and the Sheriff Court. 

However, the person with a learning disability must apply to the court: permission is not automatic. Also, the McKenzie Friend cannot be paid for the work, so this will rely on volunteers. This however is a chance for advocacy organisations to help. 

We have seen that it is not realistic in this time of recession to ask Legal Aid-funded lawyers for all the help that is needed. The way in which payment is set up means that there is a disincentive to solicitors spending the time they need, for fear that the Scottish Legal Aid Board may criticise the amount of time spent.  Not all solicitors have either the time or the people skills for this work. It is very clear from our research that what the individuals need is more time. This is a form of “temporal discrimination”.  The legal aid structure creates a disincentive for lawyers working with people with a learning disability who need more time with their solicitor.  

What Next?

Good Practice 12:  If lack of time indeed amounts to institutional discrimination, the Scottish Legal Aid Board should carry out an equalities impact assessment regarding this specific finding.

Where a person does not have a very good, well-informed support network, the legal profession alone cannot fill this huge gap. An advocacy body such as Equal Say becomes essential. A person with a legal disability is entitled to no extra time. He or she will get perhaps 15-20 minutes of a lawyer’s time in a legal aid case.  In contrast, Equal Say will see people perhaps three or more times, for over two or three hours or more.  The person’s advocate is familiar with appropriate language to use. They will remember that the person needs to have absolute basics explained, such as what a guardianship application is. They will also accompany the person to hearings so that the person has a better grasp.  
There need to be test cases to ensure that the McKenzie Friend becomes the default in court cases where people appear to need this support. There also need to be test cases to identify where the special considerations of disability equality means that a legal professional is needed and should be paid for by the state.  

Indeed, there should be access to justice for all persons with a disability, including legal aid for small claims, so that a person with a disability is never disadvantaged.
All this, however, does not replace a legal expert. As emphasised throughout this report, the availability of volunteers and even paid independent lay advocates cannot be assumed. Furthermore, they cannot be expected to have advanced legal skills. One solicitor who convenes Mental Health Tribunals was asked about the role of independent lay advocacy and she warned: 
There is no difficulty with [an advocate] sitting through proceedings.  The difficulty comes in expressing views ... I know that some convenors ask advocates if they want to cross-examine and that’s not appropriate. 

I am being careful not to sound elitist here but we are all trained to do different things. I suppose for some advocates, there must be the temptation just to step in and try to fix things.
Good Practice 13:   All frontline individuals should be told about and publicise the right to take a McKenzie Friend, but it should be made clear that this does not remove the need for legal representation.

10. A way forward: partnership in two pilot projects
It came out strongly from our interviewees that, alongside a good advocate, what is particularly helpful is a specialist solicitor who has the time and the right people skills to build a good enough relationship with clients who have a learning difficulty. 

Excellent care teams and an experienced, determined friend or advocate are very valuable in ensuring such individuals do not suffer discrimination or breaches of human rights. But care teams face a conflict of interest when they are employed by councils forced to save money, and talented, committed volunteers cannot form the basis of a reliable, fair justice system. 

Often, however, law will not be the best or the most realistic recourse.  People need to know not just what their legal rights are. They also need to know whether it makes sense to try to use them. 

In such cases, advocacy is much needed.  One MHO, Jane, explained how advocates were hugely valuable to her work:

I think we have got a good independent advocacy service here and there are a couple of workers who specialise in working with people with learning disabilities and I would say that unless the person with learning disability is absolutely saying that they don’t want advocacy involved then advocacy are involved, quite heavily in those sorts of cases.
 ...They prioritise their work so that their top priority is working with people who are detained under the Mental Health Act whether they have a learning disability or a mental illness. That is their priority, so we know that 99% of the time they would attend tribunals with the person, that they would attend CPA meetings and things where further detention was being considered.

However, the problem of having to rely on advocates (paid or unpaid) was made clear by the Scottish Parliament’s Equal Opportunities Committee last year when it declared itself “extremely concerned” about the gaps in advocacy provisions outwith the crisis cases.
 Indeed, Donald Lyons for the Mental Welfare Commission specifically referred to people with learning disabilities (and dementia):

“Such a person might not be able to say that they would like to have an independent advocate, even though they are, I would argue, probably more in need of advocacy than anyone else.”

A Law Society of Scotland subcommittee recommended building on a Fife pilot project for people with mental health problems, to carry out research in other parts of Scotland to establish unmet legal need.
 Funding is available from some research bodies for work such as this when it is accompanied by thorough empirical research and so is seen to contribute to knowledge. Furthermore, the recent experience of organisations such as the Equality and Human Rights Commission in Scotland is that tenders for human rights work attract very good expert teams. 

The subcommittee also recommended that specialist solicitors be employed by the Legal Aid Board to work in community mental health legal projects. A recent report by the Scottish Legal Aid Board suggested that employing such a person in remote areas could actually save the Board money.

Funding even for one specialist solicitor to carry out such work without the extreme constraints of time forced by current legal aid rules could make an enormous difference to clarifying the law. This can be in the interests of both people with learning difficulties and care bodies. The care professionals who spoke to us were concerned about how less specialist staff coped with not understanding the uncertain boundaries of the law. As we saw in the MacGregor case, one council initiated an expensive judicial review case, and lost. 

Similarly, a young woman succeeded in getting compensation from Glasgow City Council when she was placed against her will in a care home far from her home and which was mostly for the elderly. Her solicitor argued that this was unlawful detention. She was unable to leave the home and in any case would have struggled to travel because the home was very rural and had poor transport links. The reason for the placement had been that she had formed a sexual relationship. With advocacy and legal help, she was able to demonstrate capacity to make her own choices, and was returned home. 
A solicitor with experience and background in this area of law could advise on what is lawful and unlawful and, where necessary, bring test cases. They could be funded by the Scottish Legal Aid Board or through the law centre movement: this could be a suitable pilot project for the new Law Works pro bono body in Scotland.
  It could be assisted by partnership with an advocacy organisation or the Scottish Independent Advocacy Alliance. 

What is important, though, is that this service would not become a substitute for having an ongoing relationship with a lay advocate and one solicitor. The approach that seems to have been most valuable for the solicitors and the people with learning difficulties who spoke to us has been a partnership approach, having a lay advocate and a solicitor working together. Equal Say’s rule is explaining and interpreting information, rather than providing sole legal support throughout difficult cases. The longer the relationship continues between the solicitor and the client, the less involvement is needed for overworked volunteers. 

There is also a risk that directly-employed solicitors will not be as supportive as a more independent solicitor would be. What would be very valuable is a second tier to support all solicitors: a resource where all solicitors can get expert help.  That way the resource is not in competition with any direct providers and gives the opportunity to all solicitors for them to understand the issues.  The Public Law Project in England and Wales does this for solicitors; it is funded by the Legal Services Commission.
We found that at every stage of obtaining access to justice, it is not enough to have skilled professionals. Getting to know a solicitor can be just as important as instructing a specialist. A specialist with the time and support could do much good, and clarify much of the law, but we cannot overlook the strong research findings that people with learning disabilities want good, local, familiar services. Encouraging voluntary accreditation for solicitors is thought on balance to be the best way to make specialist skills available, if it gets proper support.
 Ideally, a new project would look at how to find affordable ways to provide both. 

What Next?
In our view, a good way forward is twofold.

First, a pilot partnership between a specialist solicitor and advocacy organisations to clarify the law and identify how best to help people with learning disabilities make best use of their anti-discrimination and human rights, and not just their ordinary rights, to solve their everyday legal problems.

Second, this would be supported by a project bringing together training materials and public access to legal information (such as through a website). The pilot project above must not be a substitute for wider support. These materials would not be hugely expensive, and might save money by clarifying the law for service users and providers alike. 

The benefit for sorely stretched advocacy organisations is less easy to identify, and separate support for them has been recommended repeatedly, from government bodies to legal and campaign organisations, here and beyond Scotland. It would also go a long way to helping to uphold duties of anti-discrimination and human rights. 

Methods Appendix

When people with learning disabilities spoke to us, we had pre-meetings with them, with an appropriate person of their choice there.  This was to ensure they understood what the plan was and that it was their choice to take part.  An appropriate person also sat in at the interviews.

There were two main components to our research. The first was a literature review of legal and social academic research and “grey” literature (for instance, official and campaigners’ reports). 

Because we were studying attitudes, experiences and perceptions, the second was semi-structured interviews with 26 people. These were face-to-face where possible, and were recorded unless permission withheld. We created tailored consent forms, information sheets and interview schedules for each group of interviewees. 

All the interviews with people with learning disabilities were face-to-face, at their own homes, after a prior meeting had been carried out by an independent advocate to ensure that consent was genuine and that the person would be comfortable with being interviewed. The interviewer, Gillian, is a specialist in interviewing people with learning disabilities. These individuals had a person of their choice present throughout the interview. The issue of the right to withdraw consent or not to answer a particular question was emphasised throughout. For reasons of safety and protection, we interviewed only people with learning disabilities whom professionals had checked had capacity to consent fully to taking part.

The key groups we spoke to were:
· People with a learning disability who have been through the process of being supported in some legal action by an advocate

· People with a learning disability who at that time had not had this support for their action 

· Solicitors and lay advocates with extensive experience of working with people in these circumstances
· Solicitors with only brief experience of this

We analysed the qualitative date by thematic coding in a specialist text-based database, NVivo 8. 

As this is a small scale qualitative study with a targeted purposive and gatekeeper-selected sample, balancing budget and access against sample size, the findings are not necessarily representative of a larger population. The value of the research lies in its innovative investigation of a problem already acknowledged by larger studies, but which has not been investigated in depth through a participatory or storytelling approach. 

This approach enabled us to reach a hard-to-locate group, particularly those who have not sought the help of a solicitor, or who have sought that help without the assistance of a lay advocate. It helped reduce the ethical risks raised by approaching vulnerable individuals independently, and prior contact through a gatekeeper enables greater trust to be established between interviewer and participant.

The sample method will create bias. It is likely that any method used for this research topic will.  Gatekeeper selection may reflect gatekeeper preferences and will exclude those who have no relationship with any network. In particular, any research in this field which requires the consent of the participant will exclude the personal stories of those whose learning disabilities or lack of access to communication is sufficiently severe to prevent them having capacity or ability to participate.  We aimed to address this partly through our literature review and partly through questions in interviews with those who have relationships with people in this position.
Ethical considerations, data protection and security

Case documents may contain data on ethnicity, religion and criminal victimisation or ongoing civil disputes. The consent materials and all other confidential data for the project, including codes and keys for anonymisation, were stored securely, whether in electronic or paper format, according to the University's data protection regulations (see Code of Conduct link, below). This involves among other things, secure transmission, safe storage of paper data and hardware in locked cabinets in locked offices, and destruction after an appropriate time through the University's process for safe disposal of sensitive data. Interview transcripts and recordings were expected in every case to include data classified as sensitive under data protection legislation
The Scottish care and legal system is small; even sparse data may be sufficient to identify an individual. Anonymisation was a priority. Before final publication, we collated extracts of the report containing the individual's quotes, or summarised quotes, in context, to check that together they did not provide an identifying picture.  

We discussed above the settings for the interviews with participants who have learning disabilities. These people may be relatively powerless individuals, some of whom may be seeking to influence legal decision-making even after completion of their case - a decision of vital importance to them. They may have believed that taking part in the research could assist their case. We allowed a cooling-off period between each participant’s intimation of consent and the interview taking place. The consent form and information sheet was discussed together with each participant’s lay advocate, guardian or appropriate representative.

The interviews with participants who have learning disabilities involved discussing in depth what took place during and around their experience of events leading to legal problems. This could have been be emotionally disturbing and exhausting for them.  Those with ongoing case will have access to support services, but those whose cases have completed may feel more isolated, and the presence of a independent supporter of their choice was important.  In both cases, time was provided should their need to be breaks in the interview and discussion afterwards. Interviews were not carried on beyond a point at which the person seemed tired.  

The research plan was reviewed and approved by the University ethics committee for Humanities.  The University's policy on good conduct in research can be found at: 
http://www.research.stir.ac.uk/code/index.php 
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