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The quote “It all sounds very interesting, but we’re just too busy” resonates with the Inclusive Research Network’s (IRN) experience accessing participants with learning disabilities through gatekeepers. The IRN is a group of self-advocates, supporters and academics who do research on issues of relevance to people with learning disabilities in Ireland[footnoteRef:1]. In the IRN, self-advocates with learning disabilities conduct the field work because they “understand better other people with learning disabilities” (IRN, 2018). Support staff help self-advocates by contacting gatekeepers, that is, other support staff in service provider organisations, which is the topic of Williams’ article. In this response to Williams, we reflect on some of the challenges identified, the reasons behind them and recommendations proposed by the IRN.   [1:  http://www.fedvol.ie/Inclusive_Research_Network_IRN/Default.241.html ] 

As the article was not in plain English, Williams joined a recent monthly IRN meeting to explain the main points. We found his presentation both accessible and interesting. A smaller group then came together by Skype to discuss the recruitment process. Two academics wrote a draft of this response, which the smaller group reviewed and is presented next. A plain English version is available in our website. 
Some IRN supporters shared similar experiences to those described by Williams when recruiting participants with learning disabilities to take part in IRN studies. For example, with the study ‘Doctors & Us’—a project about people with learning disabilities accessing medical services in Ireland—one support staff requested access to participants with learning disabilities from a service provider organisation. The staff gatekeeper referred the IRN supporter on to the organisation’s director who ultimately, denied the IRN access to participants. 
Williams states that the main reasons gatekeepers deny access to participants are protection of self and protection of people with learning disabilities. We wonder if that is the case with the IRN, given that we do peer-to-peer research where other people with learning disabilities are collecting data through interviews, focus groups or survey questionnaires. Do staff need to protect people with learning disabilities from their peers? Perhaps part of the challenge, as Williams identifies, is that this information—that other people with learning disabilities will be collecting data—does not reach gatekeepers who see another staff member trying to access people for whom they have the duty of protection. One self-advocate stated that “they [gatekeepers] are taking independence away from people with learning disabilities” another added “it should be for people themselves whether they want to take part or not. The organisation should not get involved.” 
However, one of the premises in Williams’ paper is that approaching people with learning disabilities through gatekeepers is ethical as they are considered “vulnerable”. One self-advocate reacted to this by saying “it is true that people can take advantage. Sending a video about the research [would be better]. The supporter would know what is expected of them.” This is also one of the recommendations put forward by Williams, although sending the video to gatekeepers does not guarantee that people with learning disabilities will watch it, he warns. One self-advocate in our group asked “can we approach them [people with learning disabilities] directly?” Another added: “is this legal? I’m worried about protection”. 
We also wondered if researchers could approach people with learning disabilities through self-advocacy platforms as they have strategies in place to protect their members and they may be more receptive to research invitations. Although the ideal sample for the study may not be reached immediately through a self-advocacy group, access to other people with learning disabilities who meet the inclusion criteria may be easier once the initial contact barriers are overcome. Recruiting people through service provider organisations also makes it easier to collect data in their premises, which may be both convenient for the researcher while putting many participants at ease given the familiar context. 
In his article, Williams makes several recommendations which we support such as meeting with potential participants before approaching them about research, which helps establish rapport and trust. However, the main stumbling block is the initial contact with participants with learning disabilities. Adults with learning disabilities in Ireland are more likely to be unemployed and out of education and therefore typically receiving services through provider organisations, which essentially become the only point of contact with them.  We argue that it requires a change of attitude in staff and management of service organisations, from that of protection to that of advocacy to get access to research participants with learning disabilities. 
An attitude change requires that staff and management perceive people with learning disabilities firstly as capable of making their own decisions about their lives. The Mental Capacity Act (DoH, 2005) states that “a person must be assumed to have capacity unless it is established that he lacks capacity” and Article 12 of the Convention on the Rights of Persons with Disabilities (CRPD) emphasises that persons with disabilities “enjoy legal capacity on an equal basis with others in all aspects of life” (United Nations, 2006). Secondly, staff and management have to appreciate the value of involving people with learning disabilities in research. According to Article 31 of the CRPD on statistics and data collection, States have “to identify and address the barriers faced by persons with disabilities in exercising their rights”, which research like that reported by Williams may help establish. Thirdly, becoming people with learning disabilities’ advocates requires providing support to make decisions, for example about their involvement in research, and support to take part in such research, if they so wish. 
We would like to end this response with one additional recommendation: to train staff and management in service provider organisations about (1) the value of research involving people with learning disabilities, (2) people with learning disabilities’ right to make their own decisions, and (3) the advocacy role that staff and management can play to ensure people with learning disabilities enjoy their rights on an equal basis to others. Research funding bodies and other research groups, such as the Inclusive Research Network, could provide such training. 
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