Is Independent Advocacy necessary and effective in giving adults with learning disability choice and control over decisions that affect their lives?
Independent Advocacy and learning disability: A critical review of systems of support
 
The aim of this research is to assess both the effectiveness of Independent Advocacy (IA) and its necessity in the lives of adults with learning disabilities (ALD).  It is generally understood that ‘with the help of an advocate, people with learning disabilities can gain control over their lives, make their own choices about what happens to them and be as independent as possible’ (Seap.org.uk, 2019).  Goldsmith and Skirton, (2015) assert that adults with learning disabilities are vulnerable to discrimination and breaches of human rights. This research will explore whether IA supports ALD to uphold their rights and reduces vulnerability to social inequality as per protection afforded under the Equality Act, 2010 (legislation.gov.uk, 2019).
Independent advocacy gives a voice to those who feel disempowered and gives them choice over matters that effect their lives (Grant et al, 2010).  This research will embrace this, engaging with ALD, IA and Professionals (P) and/or Carers (C) involved in the lives of ALD, ensuring respect for all participants are upheld and ethical considerations addressed. 
This research will adopt a pragmatist viewpoint with the underlying aim to improve the experiences of ALD.  State legislation referred to in Wales gives individuals’ access to Independent Professional Advocacy, Independent Mental Health Advocacy and Independent Mental Capacity Advocacy. Despite this ‘right’ of access to services, bureaucracy demands that criteria must be met to receive these services and unless in crisis, ALD may not meet the specified criteria and could benefit from IA services that are not covered by legislation (Sherwood-Johnson, 2016).  As a tutor/assessor of IA, the researcher maybe a little more sensitive and understanding of the issues being investigated, hence leading to a greater relationship of trust being developed between participants and researcher, however, it can also result in ‘a greater bias or to a research direction that is more important to the researcher’ (OpenLearn, 2019).  To minimise this risk, the researcher acknowledges the necessity to ensure objectivity in the investigation of the phenomenon of IA with ALD and will look at the problem from varying viewpoints.   
Research will gather the views of IA, ALD (those that have and haven’t received IA support) and (P)and/or (C) involved in the lives of ALD.  This ‘triangulation of data’ will endeavour to filter out any bias and ‘making possible a more comprehensive understanding of the issue under study’ (Flick, 2015, p. 221).  By undertaking the research in this manner, as per the ethical guidelines of the British Sociological Association (2019), the researcher will be satisfied that appropriate techniques undertaken to allow a worthwhile review.   To further enhance and support an objective and robust investigation, methodology adopt a mixed-methods approach and will include; 
· Questionnaires to gather information regarding the need for IA.  Participants will include ALD, IA and a variety of other P and/or C that are involved in the lives of ALD
· Qualitative Interviews with ALD’s to understand effectiveness of IA 
· Case studies to ‘explore processes’ and understand both ALD and IA ‘lived experiences’ (Creswell, 2003)
Questionnaires will avoid questions that elicit bias in answers and qualitative interviews will ask open ended questions that allow participants to speak freely (Nielsen Norman Group, 2016).
Participants will be identified and recruited by ‘gatekeepers’ (Goldsmith and Skirton, 2015), from organisations that engage with ALD across S.E Wales and will include those who have and haven’t utilised Independent Advocacy services.  Care will be taken when recruiting ALD, as Goldsmith and Skirton (2015) assert, issues involved when researching ALD include whether the individual has capacity to consent to the research or not.  To abate this issue, all participants will be those that have not been deemed to be lacking capacity and are able to freely give consent to the research.   In England and Wales, the Mental Capacity Act, 2005 states that ‘A person must be assumed to have capacity unless it is established that he lacks capacity’.   Informed consent will be gained from all participants and provided in an easy read format ensuring accessibility for ‘a range of intellectual abilities and communication impairments’ (Goldsmith and Skirton, 2015).  Goldsmith and Skirton, 2015 further propose that ALD’s have an inclination to want to please the researcher or the professional during research, this will be reduced through recruitment by gatekeepers, who will ensure participants do not feel coerced into participating, providing all with information about the research, what is involved, any risk and confirm ‘understanding of the nature of the research and its likely impact’ (Creswell, 2003).  Gatekeepers will complete either consent interviews or provide participants with consent forms depending on individuals’ ability or preference (UWTSD, 2017). 
Individuals will be advised that participation is completely voluntary and as per the BSS, 2017 ‘Statement of Ethical Practice’, they will be told that they have a right to withdraw at any time (Brit.soc.co.uk, 2017).  In recognition of the General Data Protection Regulations (2018) participants will be informed that data gathered will only be utilised for the purpose of the research and questions asked and answered will be developed to ensure they are ‘adequate and relevant’.  Information collected will be anonymous ensuring participant anonymity and will be made available for scrutiny upon request.  
Research activities will include paper questionnaires and audio recorded interviews.  With consent, audio recordings will be transcribed.   To ensure secure storage of recorded interviews and subsequent transcriptions, details will be encrypted and held on a lockable usb stick.   Questionnaires collected will be stored in a secure, lockable filing cabinet within the researchers’ office until the final paper has been accepted and graded by the university’s exam board.  All data will be anonymous, therefore if a participant withdraws at any stage, the only information that will be destroyed is the audio recording, as this makes the individual identifiable and any such personal information must be destroyed (GDPR, 2018). However, during the process, once the audio is transcribed, the recording will automatically be destroyed.  
Discussions and questionnaires may invoke distressing memories regarding control over one’s life or fighting for their rights.  The Individuals care worker or close family member will have been briefed before-hand to ensure support is immediate if required.  Details of signpost services will be made available of the reverse of the questionnaire, should participants wish to access.  Research will be completed within gatekeepers’ premises and following each session time will be given for the participants to discuss any issues they may have and any further support they may need, including following any local or national safeguarding procedures.  
The safety and rights of all participants is of utmost importance therefore, ethical, legal and professional consideration will be made throughout the research process.  This will ensure integrity and uphold the reputation of the researcher and the university (UWTSD, 2019).
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This paper will reflect upon the ethical considerations made regarding my proposed research regarding the necessity and effectiveness of Independent Advocacy in the lives of adults with learning disability.  Where required I will address areas that need to be improved upon and provide solutions to issues highlighted. 

Upon reflection I am satisfied that my research topic will ultimately provide some benefit to both Independent Advocates and Adults with learning disability and will therefore be a worthwhile use of their ‘time and energy’ (Thomas, 2011, p. 41).   Whilst I briefly mentioned that I, the researcher, am a tutor/assessor of Independent Advocacy in Wales, upon reflection I feel it pertinent to mention that within this role I regularly observe Independent Advocates working with Adults with Learning Disability and am therefore a worker-researcher, with a relationship to those being researched.  I regularly witness  the actions of independent advocates and the choices their clients are able to access with their assistance.   With this is mind, I am aware that there is an ‘additional duty not to violate the dignity of the researched’ (Gibbs et al, 2007) and a necessity to ensure research isn’t directed in a way that I, as a worker-researcher, feel is important.  To assist in ethically addressing these issues, I will, as proposed by Gibbs et al, 2007, keep and write in a diary throughout my research, this will allow me to reflect on all actions and support my learning and evolution from worker to researcher.  Further, this will enable me to review ethical conduct, keep a track of my own thoughts and progress and provide me with a valuable tool to review and the reflect on the research I am conducting.   Keeping a diary will also aid in managing the risk associated with my own emotions when conducting and reviewing research.   It is important for the researcher to display neutrality and as such ‘extensive emotion work may result in burnout or stress’ (Israel, 2015 p.177), writing down thoughts and reflecting will assist in mitigating this risk, allowing further perspective and catharsis. 
Throughout the ethical consideration paper, I endeavoured to question every aspect of my proposed research.  This process led me to consider using a wider group of research participants to ensure all viewpoints were addressed and a worthwhile review undertaken.   Ethically considering all participants, I discussed gaining informed consent from all and ensuring all were aware that consent can be withdrawn at any time.  Reflecting on this and understanding that some individuals will have learning disability, I will need to ensure that participants are advised at regular intervals that they are able to withdraw and additionally, through the use of carers and other professionals, ensure that they understand what this means (Thomas, 2013 p. 52).  
To conclude, I believe my original ethical considerations, together with the additional points discussed within this reflection will allow me to conduct ethically robust research.  The use of a research diary will not only allow me to review actions and thoughts, but will additionaly ensure that ethical consideration is a key focal point. 
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