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In this paper the inclusion of South Asian disabled young people in a PhD study at De Montfort University, as emancipatory and a process of social change is discussed. The term South Asian refers to people who originate from Bangladesh, Goa, India, Pakistan, and Sri-Lanka.

Why Seek the Views of South Asian Disabled Young People? 

Historically, children’s competence and comprehension to make decisions has been determined by maturity, associated with age.  Children have been viewed as physically, psychologically and economically inferior, to participate equally with adults in society (Beresford, 1997; Moore et al, 1998). Therefore there has been a reliance to seek the views of adults about what children and young people think about their lives. Hence a lack of information about children and young people's, particularly disabled and black children's, own views about how they experience their lives. However, in the current climate of social justice for all, obtaining children’s views is essential to shape services that meet their needs. This reflects current social and political thought of children as citizens in their own right who are able to offer views that are equally valid to those of adults (Willow, 2002). 

The Children Act 1989 was significant in paving the way for asking children, in care, their own views regarding decisions that were made in their interest, rather than relying upon the views of adults. On a global level, the rights of children are further established in the United Nations Convention on the Rights of the Child 1989 (hereafter UNCRC) ratified by the UK government in 1991. The UNCRC gives children the right to express their views freely in all areas that affect them (Article 12) and the right to freedom of expression of their views as well as to receive information and to give information (Article 13). The rights of disabled children to full participation and social inclusion are specifically mentioned in Article 13, although all the rights are accessible to them (Willow, 2002). The promotion of the rights of children in all areas of their lives has resulted in a plethora of literature (Adams and Ingham, 1998; Freeman et al, 1999; Johnson, et al, 1998; Willow, 2002). Unfortunately this is not common in literature or practice.  Whilst most services advocate seeking children’s views, the views of disabled children, disabled black and South Asian children's views are generally lacking. 

Disability Research
Disability theory and research too has flourished and raised political and public awareness of the profound exclusion that disabled people and children experience from participating in mainstream life (Barton, 1996; Oliver, 1990; Oliver, 1998). As knowledge about the experiences of disabled people has grown, there has been a call for disability research to be driven by disabled people and for them to be part of the entire research process (Barnes and Mercer, 1997; Moore, et al, 1998; Oliver, 1997; Zarb, 1997). Whilst this is commendable, not all disabled people have the opportunity to participate in research at this level if at all. 

Participation in processes of social change depends upon the life chances of disabled people, which are compounded by aspects such as age, race, gender, sexuality and class. Indeed the participation of some disabled groups is rarely sought, resulting in exclusion, for example that of disabled children, black disabled children and their families. Such groups require allies to provide them with access to opportunities, which include their participation in the research process, so that their views could be sought and heard in a wider context. For example, recent research (Chamba et al, 1999; Quereshi et al, 2000) has highlighted the particularly disadvantaged position of black families with disabled children, although few have represented the views of the children. Specific studies (Bignall and Butt, 2000; Patel, 2002) which seek the views of black disabled young people about their lives highlight that black disabled young people have similar aspirations to those of their non-disabled peers to be accepted as young people in society with the right to participate in youth culture. 

Apart from contributing to existing knowledge and furthering our understanding, research, which seeks the views of participants from themselves, can be emancipatory (Barnes, 2001) for the following reasons:

· Participating in research processes, at any level, for example at data collection (in interviews) could be a liberating experience because opinions are sought from disabled children and young people rather than based upon the assumptions of others, usually non-disabled adults. 

· Seeking the views of participants puts them in control of the information that they wish to divulge, as well as giving them choice about participating in the research (at that time), responding to questions, seeking clarification and information. This interactive process could be liberating to those who have access to a limited pool of people, for example disabled children who attend special schools and structured activities in which the same people are likely to participate. 

· Involvement in research processes familiarises disabled young people with a practice in which their opinions are sought and valued. This is particularly important in practice because changes that occur as a result of seeking views demonstrate to these young people that their views are important and valid.

In order for disabled children and young people's views to be sought and included in research, access needs to be gained to enable their participation. 

Gaining Access 

Human research is governed by the protocols of ethical research practice of which a requisite is informed consent from participants.

For those considered to be vulnerable such as children, and disabled children and young people due to age, ability to comprehend and make informed choices, seeking informed consent from adults (parents/carers and/or professionals), is crucial (Alderson, 1995; Alderson and Goodey, 1996; Ireland and Holloway, 1996; Mahon et al, 1996; Marrow and Richards, 1996; Ward, 1997).  This is aimed at preventing and/or limiting the risk of harm to children and their possible exploitation and manipulation due to the unequal power relationship between the researcher (usually adults) and the children (O’ Kane, 1998). Parents/carers and professionals consequently, have enormous power to grant or deny the researcher access to the children and young people to seek their consent (Burgess, 1984). They can also influence the decisions that children and young people make regarding participation, because of relationships, which are often based upon trust and knowledge. Hill argues that 

Relationships between adults and children are critical in enabling children to participate: adults must be willing to share power and play the role of facilitating children’s participation (1998:94). 

However, not all adults/families are familiar with or share this concept and therefore dialogue with them needs to occur either prior to and/or concurrently to that of the children, so that participation is permitted and valued. Seeking children’s participation also needs to be contextualised within the cultural and social fabric of their lives (Pridmore, 1998). British society is both multi-racial and multi-cultural, and dominant approaches to seeking children and young people’s participation are not necessarily appropriate in all communities. 

In this PhD research, it was decided from the outset that South Asian disabled children and young people's (7-18 years old) views would be included and access to them would be sought from their parents. This is because of the researcher's field experience of working with South Asian communities, which informed her about the interdependent relationship between parents and their children. For example, some families might find it unwelcome to approach the disabled children for their consent independently from their parents and carers. The concept of independence might be alien to some South Asian parents, who view the relationship with their children as interdependent and reciprocal. (Ahmad, 2000; Atkin et al, 2000). 

Parents, particularly those with disabled children, have important roles as nurturers and carers as well as mediators (Read, 2000) between their children and services that intervene in their lives. Black and South Asian parents and families are also the main buffers from racial and disability discrimination that they and their children experience both within their own communities and the wider society (Read, 2000; Ahmad, 2000).  Semi-structured in-depth interviews were conducted with South Asian parents (before data collection with disabled children and young people), so that rapport could be established which could assist with gaining access to their disabled children. The parents were informed about the purpose of the research, process, their involvement at various stages, disabled children’s and service providers’ participation, duration of the interviews and research process as well as limitations. This enabled parents to ask questions and seek clarification regarding any aspect of the research and the researcher to have dialogue with the parents throughout the research. The advantage of this was that parents’ views could be sought at various stages as relevant and their opinions about disabled children’s participation gauged so that they could be approached appropriately seek consent for their respective child’s participation. This approach illustrated to parents that their role was seen to be both pivotal and interdependent in their disabled children’s lives. Parents were also considered to have expert knowledge about their children’s access to information and services, needs, characteristics and personality, and preferred methods of communication. 

The result of this approach was that the majority of the parents were happy for their disabled children to participate if they wished. They offered information, which made it possible to: frame an interview topic schedule; design suitable methods of data collection; enlist assistance from a facilitator who was familiar to their respective children and vice versa (for disabled children with cognitive and communication difficulties) (Morris, 1998). Thus parents validated the approach used to gain access to their children, in which they saw themselves as an inclusive part of the process. Approaching disabled children and young people independently of their parents might have alienated them from the process, which might have resulted in them voting with their feet! Relying upon professionals, who offer an obvious alternative route to accessing South Asian disabled children and young people might not have been as fruitful as engaging directly with parents of disabled children. For example in this research relevant professionals who worked with the children were approached, subsequently to the parents, for their support with the following: 

· Knowledge of the respective child's preferred method of communication outside the home; 

· Alternative venue for an interview to that of the home setting; 

· Assistance of a facilitator at the alternative venue. 

The majority of the professionals who were approached were supportive, apart from one who denied access to a disabled child because the reciprocal benefit to the child for participation was not obvious. Another requested to see the topic schedule after the interview, perhaps to see the questions that were asked. This demonstrates how professionals who work with disabled children and young people can undervalue:

· The processes that seek disabled children and young people's views from themselves;

· Disabled children and young people's competence to participate in such processes;

· Disabled children and young people's opinions and therefore their experiences about their lives.

Contrary to the above view, the seven South Asian disabled children and young people who participated in this research offered valuable insight about how they view and live their lives. 

Outcomes 

Social research can often make a significant impact upon the lives of participants. In this research, it is possible to identify a number of changes that occurred as a result of participation by South Asian parents and disabled young people:

Raising Awareness of both South Asian parents and the disabled young people about the wider issues relating to disability discrimination. The research approach that was used, both in terms of the process and communication with the parents and young people, demonstrated the use of the Social Model of disability, for example, discussing with the parents, the disabled young people’s right to voice their views, rather than relying upon those of the parents and/or other adults. The majority of the parents agreed with this approach. Parents were made aware that it was possible to seek their disabled children’s views with the use of different approaches (to the dominant), which were relevant to their children. 

Changes in the Perception of South Asian Parents/Carers about their disabled children's competence and comprehension to share their views. The research has helped parents to construct a way, in which their disabled children’s views could be sought, particularly regarding service provision. The parents may request that service providers communicate directly with their disabled children regarding service provision and not through them. This is because the parents are aware that their disabled children are able to express their views if they are asked and appropriate methods are used.

A Raising of Self-esteem of South Asian disabled younger people by listening to their views. Most people feel valued when they are asked directly about their opinions about various aspects of their lives, rather than seeking these through colleagues, friends and family. Similarly the disabled young people in this research felt valued because they were ‘talked to’ rather than ‘talked about’. This was evidenced by their active engagement in the process, for example in addition to responding to the questions that were asked the majority talked about previous and forthcoming events in their lives. One of the participants did not want the interview to end and another wanted the interview to end but continue to chat.

Increased Familiarisation of South Asian disabled young people with research and consultation processes. Their participation in future research initiatives will not be a new or different experience because of a familiarity with the process due to their participation in this study.

Extending Contacts of both the parents and disabled young people. In general, disabled children and young people, particularly those who attend special schools and structured activities, interact with a limited pool of people. The disabled young people who participated in this research were invited to a fun morning along with their siblings. This was organised at the same time as a meeting with their parents. This provided the disabled young people to meet their peers (perhaps those who do not attend the same structured activities), other siblings, parents and professionals who they might not meet otherwise. 

Conclusion

This PhD research enabled South Asian disabled children and young people to participate in research, with a view to making their voices heard. The principles of social justice, Human Rights and Social Model of disability informed the methods used to seek the views of disabled young people. It was possible to identify a number of changes that occurred in the lives of the disabled young people and their parents. The findings of the research should contribute to existing knowledge and further our understanding about the lives of South Asian disabled young people. This should assist with enabling their participation in future research initiatives and ultimately improve practice.
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