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Background to the research

This paper is based on research that I’ve carried out for my Ph D on the self-advocacy of persons with intellectual disability in Malta. My research looks at the principal forces that influence the formation and development of self-advocacy in Malta and what I’m presenting here is an investigation into one of those forces – the network of help surrounding people with intellectual disability. I will argue that this network is important for self-advocacy and independence to develop but can also be detrimental to this development, depending on how the help is provided. 
I have been working for some time now with a group of people with intellectual disability who form the Consultative Committee of People with Intellectual Disability (referred to as the KCC for short). This was set up by the National Commission Persons with Disability, which is roughly the equivalent of the old Disability Rights Commission in the UK. 
At the time of the research, the KCC was composed of 12 persons with intellectual disability. Monthly meetings are held to discuss topics of interest to them. I provide support in these meetings. As part of my research, I’ve also conducted interviews with each KCC member, and with 19 representatives of Maltese disability organisations that work with people with intellectual disability. The extracts presented today are from the KCC Meetings, the individual interviews (which refer to the KCC members through a pseudonym), and the interviews with disability organisation representatives (which are referred to according to the type of organisation they represent). The extracts used here have been translated from Maltese. 
The need for help

Published definitions of intellectual disability refer to three factors

· Limitations on intellectual functioning 

· Reduced ability to cope independently 

· Onset of impairment before the age of eighteen 

(See for example the American Association for Intellectual and Developmental Disability, and the British Institute for Learning Disability.) 

This paper focuses on the second factor, the reduced ability to cope independently, and takes its cue from the many references to help made in the course of the interviews and the KCC meetings. 

Figure 1 The helper/helped relationship
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As Figure 1 illustrates, helping and being helped can be thought of rather simplistically in terms of a straightforward relationship, with the disabled person being seen as dependent on the person helping them. We shall see later how limited this view of independence is, as it is quite narrowly conceived as meaning ‘being able to carry out activities of daily living unassisted’. The following two extracts put this in perspective. 
Extract 1 Parent Led Organisation 2

38 IN: You know? Er. Buses. They all come by bus. They teach them how to come by bus. And that’s something. It makes them as independent as possible. 
39 AM: Yes.

40 IN: They get certain lifeskills which, when they go to the workplace, they need. 

Extract 2 Margarita
2011 AM: Why do you want to go on your own to the doctor’s?

2012 MA: Er. Because I want to get used to being independent. 

This help is provided by family members and service-providers who do not necessarily base their actions and decisions on a belief in the capacities of people with intellectual disability. This kind of help may enable them to develop specific skills to carry out specific activities without the need for assistance, but it does not enhance their autonomy, which could then place them in a better position to be in control of the help given to them. 
Help for helpers

We’ll return to this later. At this stage, I’ll focus on how those who provide help are often depicted as being in need of help themselves. The help provided to parents for instance is considered to be very important. Another significant issue is that those who provide help for people with intellectual disability often need help themselves. In many of the responses obtained during the interviews I conducted, the family is seen as the primary, even the optimal, source of help for people with intellectual disability. In the next extract, there is a clear statement of the family as the default provider of help. The respondent refers to people with intellectual disability whose parents have passed away or can no longer care for, or help, them. 

Extract 3 Church-run Organisation 1
423 IN: . . . The more they believe in them ( ) the more they can advance. And today there’s a lot of other help too. 

424 AM: Uh huh.

425 IN: There are many more people who are specialists. You know? Even the fact that for instance when a baby is born there’s early intervention from the start, to help them know what to do. 

426 AM: That’s right. 

427 IN: You know? That is, previously it used to take a year or two for them to find some help. 

The unspoken conclusion that can be derived from this extract is that the parents of people with intellectual disability who are now adults could not help their sons and daughters as much as parents today, because help for the parents then was not as evolved as it is now. Therefore, the skills developed by people with intellectual disability are partly dependent on the help they receive from the people around them who, in turn, depend on the help provided by others. 

These extracts show clearly how simplistic it is to conceive of the need for help as being simply the consequence of innate impairment; or of being the domain only of disabled people, and to ignore the help that the helpers themselves (especially family members) need. This more complex relationship is depicted in Figure 2. 
Figure 2 Helping the disabled person and the family
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In this diagram we see that the person with intellectual disability is helped by the state, disability organisations and family members. The latter are also helped by disability organisations and the state. 
But this diagram does not represent the impact that the need for help has on the lives of people with intellectual disability. If this need is a salient characteristic of intellectual disability, and if the provision of that help is contingent on the help provided for those who lend assistance, then it can be argued that, to an appreciable extent, intellectual disability is socially constructed not only culturally and ideologically, but also materially, through the type of help provided. Inadequate help or, as it were, the wrong kind of help, can be detrimental to people with intellectual disability becoming independent and autonomous self-advocates.
However, the diagram is still not intricate enough to depict the complex way in which various people and entities depend on each others’ help. For instance, disability organisations are often depicted as in need of help themselves, especially because of their lack of funding. Many of them partly reduce their expenses by making use of help from volunteers, who sometimes are parents of service-users. 
Extract 4 Government Entity 1

430 IN: Because, er, with parents very often we find that they’re already exhausted. And that’s the reason why we support them. 

431 AM: That’s right. 

432 IN: Because they’re exhausted and it’s a bit much to tell them ‘come and help us organise an activity or whatever’.

433 AM: Because they need help themselves. 

434 IN: But still we involve them as much as possible. You know? There are those who involve themselves a lot. There are those who pitch in. ‘We need to do this’. They sort things out themselves, that is. 

435 AM: Uh huh.

436  IN: There’s someone, for example, who takes care of the gardens. He comes there, I mean- 
437 AM: A family member. 

438 IN: Yeah. A parent. One of the parents. A family member. And he comes there. 

439 AM: Yeah.

440 IN: I feel that first of all it shows me that he’s very happy with the service because-

441 AM: That’s right. 

442 IN: I can’t imagine a person coming to help you if they’re not happy with the service. 

In this extract, parents are at once helpers and in need of help. Moreover, they are helpers on two levels. They are considered the primary helpers of people with intellectual disability, as seen earlier. And they may also be helpers of the services that their sons and daughters use. Furthermore, their help has two benefits, according to this respondent. It is a means of getting things done, and it is a sign of parents’ confidence in the work carried out by the organisation. 
Figure 3 A network of help
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* including volunteers and benefactors.
Therefore, further dimensions of help can be added, as shown in Figure 3. Here, the state helps disability organisations as well as disabled persons and their families, family members and disability organisations help each other, and others (namely volunteers and benefactors) help both disabled persons and organisations. 

In all this, people with intellectual disability remain at the heart of the help network. The various persons and entities in their lives help them and also help each other to give them help. This can be interpreted as a sign of the existence of a healthy support network which provides people with intellectual disability with the help they need in their daily lives, which, at one level, is important of course. However, this glosses over the power relations inherent in this network. 
Michel Foucault (1981: 92) refers to power as 
the multiplicity of force relations immanent in the sphere in which they operate and which constitute their own organisation.

The help provided in the network depicted here points towards force relations that reinforce the dependence on help of people with intellectual disability, and undermine their prospects for autonomy and independence, even while providing them with opportunities for acquiring independent living skills. Foucault (1981: 92-93) stresses that power should be understood 

as the strategies in which they [force relations] take effect, whose general design on institutional crystallization is embodied in the state apparatus, in the formulation of the law, in the various social hegemonies.

Thus, acquiring independent living skills to be able to carry out activities unassisted does not necessarily lead to enhanced or evolved autonomy, if the help being provided is not oriented towards redefining these power relations. In fact, as we shall see, independent living services do not always live up to their name. 
Independent living services


It is ironic that dependency should be perpetuated in what are purported to be independent living services. In fact, if independence is interpreted as simply meaning the ability to do things unassisted, then service-provision will be merely focused on the acquisition of skills that enable a person to carry out activities unassisted, and the provision of assistance where these skills are not acquired. While this is important, help and independence also have to be understood in much broader terms. 
The term ‘independent living services’ can also be interpreted as having a much wider meaning. Different approaches have been developed in order to facilitate more control by disabled persons. Among these, one finds 

· the notion of self-determination (Sands and Wehmeyer 1996)
· user involvement (Kemshall and Littlechild 2000)
· supported living (Kinsella 1993) 
These are examples of ways in which the power balance can be shifted away from professionals and staff and more towards the service-users. However, this shift is not complete and there is still the chance that the latter never gain complete control over the way the services are run. Control can be in the hands of disabled persons from the start through set-ups such as the Centres for Independent Living (CILs), which originated in Berkeley, California in 1972 (Barnes and Mercer 2006). 

The key difference between CILs and the approaches described above is that, in the former, service-users are in control rather than being only involved. The effect that this control has over the ability of people with intellectual disability to become more autonomous is brought out in the following extract. 
Extract 5 Margarita
724 MA: For example they prepare this game for us.

725 AM: Yeah?

726 MA: Because I can’t catch the ball.

727 AM: Uh huh.

728 MA: And they notice it. The careworkers. 

. . .

738 MA: And so they do this for us. 

739 AM: Uh huh

740 MA: The careworkers. 

Margarita’s description is reminiscent of school playground exercises with teachers using ball games to improve children’s visual-motor skills. Childish games aside, it is difficult to link the bid to improve the eye-motor coordination of adult service-users with fostering their autonomy and independence. 

They thus become the passive recipients of services which are determined and decided upon by careworkers, who nonetheless have their interests at heart and seek to improve their skills. 

Some KCC members present themselves as more active agents than they are depicted by the disability organisation representatives. For example, they talk about the help they provide fellow-service users whose support needs are greater than theirs. However, this type of help is not acknowledged by the disability organisation representatives interviewed. No mention is made of how this helping relationship can be reciprocal even between people with intellectual disability on the one hand and family members and service-providers on the other. It is therefore important to now look at how the KCC members talk about help and independence.
A different perspective on help and independence
The perspective on help presented by several KCC members clearly links the provision of help with their ability to engage in various activities, as can be seen in the next extract. 
Extract 6 Peppa
1089 AM: . . . Do you think that a blind person can go out on his own?

1090 PE: Yes. You can help him go out on his own. 

The phrase ‘on his own’ has two different meetings in this extract. While I take it to mean someone going out unaccompanied, Peppa’s understanding of being on one’s own is being in a situation where one is in control of the decision-making, in this instance regarding going out. This is the different perspective on help and independence that I referred to earlier, a perspective that is much more conducive to the development of independence and self-advocacy. The same meaning to the phrase ‘on one’s own’ can be attributed to the question posed by Cristina.
Extract 7 Cristina 

4381 CR: Do you need help to live on your own?

Peppa and Cristina do not deny that they need help, but talk about a relationship where it is the person being helped who is in control, at least in terms of determining the activity to be engaged in. However, KCC members also talk about being on one’s own in the more obvious sense of the term, that is of being unaccompanied. The following are extracts from a lengthy discussion about the KCC members’ need for help in their daily lives. 
Extract 8 KCC Meeting

4494. AM: Who would you like to live with?
4495. ST: On my own.
4496. AM: Totally on your own?
4497. ST: Yeah. 
4498. AM: And do you think you would need someone to help you or-
4499. ST: No.

4500. AM: On your own?
4501. ST: I’d cook and do stuff. 
4502. AM: You do, you do everything on your own? OK. How about you Peppa?
4503. PE: I’d try to do everything. 
4504. AM: You’d try? Do you think you’d manage?
4505. PE: I don’t know. 
4506. AM: You don’t know. 
4507. PE: I don’t know. 

4508. AM: And if you don’t manage, what could you do?
4509. PE: I’d get a careworker. 

. . .

There is a contrast between Simon and Peppa’s responses. While Simon states that he would be able to live completely on his own, Peppa only says that she would try to do everything herself. Her subsequent response, that she is not sure that she would manage and that she would enlist the help of a careworker, shows an awareness on her side of the help she needs in her everyday life. 
In the next extract from the same meeting, Cristina asks Giannina who she would want to live with if she cannot remain with family.
Extract 9 KCC Meeting

4574. GI: I’d stay at home. 

4575. CR: On your own?
4576. GI: Yes. 

4577. DJ: But what if something happens? 
( )

4578. DJ: Can you-
4579. GI: Oh well I’d try, you know.
4580. AM: Do you think someone can come to help you?
4581. GI: I’d try you know.
4582. AM: A careworker for instance or someone like that?
4583. GI: Or, or I’d stay with my sister. 
4584. AM: Uh huh?
4585. GI: With Sylvia. 

4586. AM: Uh huh? 

( ) 

4587. CR: But if Sylvia can’t look after you, who would you live with?

( )
4588. CR: On your own?
4589. GI: On my own.
4590. CR: You’d live on your own? [giggles] Mmm. Mmm.
The situation recurs when Cristina and David query Giannina’s claim of being able to live on her own without receiving any assistance. In Line 4587 she repeats the question to Giannina, queries the latter’s claim to be able to make it on her own, and queries this again two lines later, giggling as if in surprise and puzzlement. Cristina shows a remarkable awareness of the help that not only she but also her fellow KCC members need. It can be argued that Cristina’s awareness of her own support needs is an important step towards taking control of the help she receives. Her awareness of the support needs of her fellow KCC members may enable her to work towards the establishing of service provision which gives scope for control by people with intellectual disability. 
In this regard, it should be noted that in the rest of the discussion, four KCC members say that they would manage to live without any help from anyone, while six agree that, for them, living on their own means being helped. (Two members were not present for this KCC meeting). Interestingly, those members who say that they do not need any help in their daily lives are the same ones who said that they do not have a disability in the individual interviews I carried out with them. Likewise, the KCC members who say that they do need help are the ones who either say that they have a disability or express doubt about this aspect of their identity. There is thus a direct correlation between identifying oneself as a disabled person and stating one’s support needs.

 Being dependent on help should therefore not be seen as contradictory to being autonomous, especially if the definition of help is based on the way it is perceived by people with intellectual disability themselves and if that help is provided in ways that they see fit. It can be linked to Swain and French’s (2000) affirmative model of disability in which one’s impairment is not only acknowledged but also celebrated as a positive aspect of one’s identity. To this can be added the acknowledgement of the need for help as an important step towards taking control of the help one receives and thus being able to speak up as a self-advocate. It is therefore important to consider the link between help, independence and self-advocacy.  
Help, independence and self-advocacy
Considering help to be a necessary step towards independence redefines the power relationship between people with intellectual disability and those who help them. It also defines independence as meaning helping disabled people take decisions, make choices and take control over their own lives, and continuing to do things with help where this is necessary. The network of help depicted in Figure 3 can therefore also be replaced by a framework where help is more reciprocal and where the disabled person is an active agent in their own lives. 
 Figure 4 A reciprocal network of help
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Figure 4 presents a dynamic relationship between helpers and those who are helped. Persons with intellectual disability are at the top of the network and receive help directly and indirectly from family members, disability organisations, the state, and others. These entities also help each other. Persons with intellectual disability in their turn help family members and disability organisations. This model can be seen to function in self-advocacy groups. For example, the role of support members is to support the decision-making process undertaken by the people with intellectual disability who form the group, and to help them implement the decisions taken. 

Consequently, persons with intellectual disability can do things on their own with the help they need, without there being any contradiction in this process, because doing things on your own means not being unaccompanied but being accompanied by those who can help you enact your decisions. These persons need to identify their own support needs if they are to be in a position to determine how they are going to be helped. On their part, those providing help to people with intellectual disability need also to provide scope for the latter to identify their own support needs. They also need to acknowledge more the help that people with intellectual disability themselves can provide. It is through building a reciprocal network that the provision of help can lead to people with intellectual disability becoming autonomous and active agents in their own lives. 

______________________________________________________
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