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Advocates in the area of intellectual disabilities have campaigned and pioneered for the same rights, treatment and opportunities for people with an intellectual disability as those without since the late 1960s (Wolfensberger, 1971; Thomas and Wolfensberger, 1999; Oliver 2009). This has seen intellectual disability services change dramatically over the last 40 years. The change has resulted in a move away from institutional care to community-based living and occupation and an emphasis on rights, independence, choice and inclusion for people with an intellectual disability (DoH, 1971, 2001). As a result, those with an intellectual disability should be more empowered and have more control over their life, rather than others making decisions for them. This thesis will focus on empowerment in intellectual disabilities.

The first paper, a literature review, looks at support staff promotion of empowerment within intellectual disability services. Eight qualitative papers were identified for inclusion. Two themes emerged: communication, and choice and control. Communication was found to be important in fostering the experience of empowerment. In addition, it was found that choice and control were sometimes limited by support staff, affecting service users’ experience of empowerment. The second paper, an empirical paper which used Q method to gain a perspective from people with an intellectual disability on what areas of empowerment are important to them. Two factors emerged as being important for experiencing empowerment: fulfilment, and interpersonal and social factors. Fulfilment comprised meaningful activity and participants being involved and included in their lives. Treatment from others and relationships were important for feeling empowered within the interpersonal and social factors theme. The third paper is an easy-read executive summary of the empirical paper. The participants who took part in the study are the audience for this and each will receive a copy. 

(Word count: 295) 
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[bookmark: _Toc512266284][bookmark: _Toc518972116][bookmark: _Toc518972418]Intellectual disability 

The term ‘learning disability’ is commonly used within the UK to describe a diagnosis of impaired intellectual functioning combined with two behavioural deficits which affect quality of life. However, in the USA this terminology refers to a specific learning difficulty such as difficulties with reading rather than a more global disability. To avoid confusion, and to make this work more widely accessible, the term intellectual disability will be used (Jenkins, Ed. 1998). However, the term learning disability will be used when referring to services that use this terminology.

[bookmark: _Toc512266285][bookmark: _Toc518972117][bookmark: _Toc518972419]Researcher’s epistemological position

Q methodology lends itself to both a constructivist and constructionist epistemology (Watts & Stenner, 2012). Constructivism states that a person is actively and continually selecting what they attend to, thus making the person explicit in selecting meanings about the world they experience. This contrasts with constructionism, which is about the person’s viewpoint, knowledge and discourses they have (Watts & Stenner, 2012). These viewpoints are shaped through a number of experiences, including but not limited to, political, historical, cultural and social norms. A person’s experience of the world is unique to them, dependant on their experience, giving them their own viewpoint and knowledge, which constructionist research is interested in (Berger & Luckman, 1966). The researcher has a constructionist view of research, being interested in an individual’s view point on empowerment and has a general interest in how people experience the world. This is congruent with the epistemological position associated with Q methodology.  
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Background
In 1971 the UK government changed the way services for people with an intellectual disability were delivered, moving from institutional environments to integrated care within the community (DoH, 1971). Since then, a number of government papers have built upon this movement across health and social care generally, as well as specifically in intellectual disabilities. This review will look at support staff involvement with people with an intellectual disability diagnosis and the promotion of empowerment to service users.

Method
A literature review was done to investigate the question: “What is known about empowerment from health care professional’s perspective in intellectual disabilities”. Two databases were reviewed: EBSCO and Web of Science, eight papers were identified.   

Findings
[bookmark: _Toc510782365][bookmark: _Toc510782426]Two main themes emerged from the papers; choice and control, and communication. 

Conclusions
The papers reviewed highlighted that there were times when service user’s choice and control were being respected by staff, but also times when staff ignored or stopped service users attempts to exert choice or control. The way staff communicated with service users was also important in the empowerment of service users. Different communication styles either allowed or restricted choice and control. Of importance is the decisions staff have to make about when to pursue interactions, when not to and the effect of this on the service user. Limitations, strengths and areas for further research are discussed. 


[bookmark: _Toc518972423]Introduction 

Since 2001, health and social care in the UK has shifted from professionals being viewed as experts in service user care to a model of shared decision making between professionals, service users and their family (Department of Health [DoH], 2001, 2005, 2011,2014). This was initiated in 1971 through the government paper Better Services for the Mentally Handicapped. In this white paper, it outlined a shift from hospital to community-based care for the vast majority of people with a diagnosis of an intellectual disability. 
A pioneer in the area of equal opportunities for people with an intellectual disability was Wolfensberger. Wolfensberger (1972) championed the Normalisation Principal advocating a move towards integrated community-based care; noting the biggest obstacle being the acceptance of people with an intellectual disability into the community. People being seen in a valued role and feeling valued themselves was at the heart of the Normalisation Principal with the hope that stigma and barriers for people with an intellectual disability would reduce. 
With the change in the UK’s health and social care, Oliver (1996) proposed an alternative way to think about disability through the social model of disability. He suggests that society creates disability through barriers within the community which exclude people with an impairment. Barriers are varied in form, such as physical barriers preventing access to buildings or a lack of support staff, so an individual cannot live independently. He argued by reducing or eliminating these barriers then inclusion in society is possible for anyone. Originally the model was used to describe people with a physical disability but was later expanded to include all types of disability. 
In 2001 the British Government published its first White Paper into intellectual disabilities for twenty years. It took a holistic approach to care. In particular, recommending people with an intellectual disability have more choice, control and power over their care. In 2001 the paper Valuing People (DoH, 2001) highlighted areas where more independence and choice could and should be given to people with an intellectual disability. These areas were captured in four key principles: rights, independence, choice and inclusion. A move to community-based living was highlighted as an area where improvements had already been made. This change was seen as an excellent first step to empowering people who have an intellectual disability and integrating them fully into ‘normal’ society (DoH, 2001). Despite this there was still concern over the limited choice given to service users about where they live and who cares for them. In addition, it was highlighted that fewer than 10% of those with a diagnosis of an intellectual disability were in employment, limiting the fulfilment experienced in adult life. The paper also identified that those with an intellectual disability were more likely to have physical health problems. It goes on to highlight the importance of integration with physical health services, such as GP surgeries, which are bespoke, fast and convenient. Overall there is a need for good quality services that promote independence, choice and inclusion for people with an intellectual disability. 
In line with Valuing People (DoH, 2001) and the movement for people with a disability to have greater involvement in the community, an amendment to the Disability Discrimination Act (1995) was made; along with it being unlawful to discriminate against someone because of a disability, services also had to make reasonable adjustments for people who have a disability, making services much more accessible for all. This was further extended, making it a legal requirement that all services were physically accessible to everyone, leading to physical changes to buildings to ensure they were accessible to all (Disability Discrimination Act, 2005). The Disability Discrimination Act (2005) was superseded by the Equality Act (2010) which brings all the discrimination acts together.
The consultation paper Independence, Wellbeing and Choice focused on the future direction for adult social care in England (DoH, 2005). This highlighted that everyone has the right to have control over their lives; and was seen as a vehicle through which peoples’ needs would be met. The aim for services was, wherever possible, to maintain a service user’s independence enacted through direct payments and more involvement of service users in their care, such as with risk management planning, to give the individual autonomy over their own risk. The introduction of direct payments was done to help give service users choice and control over their finances and who provides their care. It was expected to take 10-15 years for these changes to take effect, and a number of areas were identified that would help measure whether the desired changes had happened. These were: improved health and quality of life, to be making a positive contribution, to be exercising choice and control, to have economic wellbeing, personal dignity and freedom from discrimination and harassment. 
No Decision About Me Without Me (DoH, 2011) took this aim further, encouraging all service users to be active and fully involved in decisions about their physical, mental and social care needs, as well as the planning of interventions received. No Decision About Me Without Me set an aim for service users to be fully involved in the decision-making process. This requires a change in culture across mental and physical health services as well as social care services to ensure service users are involved and in agreement with the care they receive from services. 
Despite the change in the way services are provided, increasing choice and control for service users and a move away from institutional living for the majority, hospitals still need more focus on the services they provide. One case that exemplifies this is Winterbourne View, a hospital for people with an intellectual disability and/or challenging behaviour. In 2011, it was discovered staff had subjected service users to physical and psychological harm. Not only had service users been subjected to harm it was also found that many of the service user had been in hospital for longer than necessary. Many were a long way from their families and there was excessive use of restraint. As well as being a lack of care, a review the following year found over half the service users did not need to receive hospital care despite being at Winterbourne View (DoH, 2012). Although below the standard of care that should be received, it does demonstrate that better monitoring of hospital settings is needed to ensure that service users are only in these environments for the minimal amount of time required. In response to the Winterbourne View scandal the Care Quality Commission (CQC) introduced random unannounced inspections of all health and social care providers to ensure they are operating at sufficient levels of care (CQC, 2011).
Further steps have since been taken to ensure individualised care. Through the Care Act (2014), a legal obligation has been given to local authorities to ensure that adults who receive care have the support that matters to them (DoH, 2014). Under the Care Act (2014) local authorities must promote wellbeing to the people that they provide care for. This is known as ‘the wellbeing principal’ which should be considered in all interactions a local authority has with a person. At the heart of this, local authorities are moving away from fitting people into services by making sure people can access the services that they need and importantly the ones that matter to them. The Act acknowledges that wellbeing will mean different things to different people and highlights that professionals need to be aware of this. The change in legal obligation allows for much more freedom of choice and individual needs to be considered, making care more tailored to the individual’s needs. 
Over the past decade a general move has taken place to expand the integration of people with an intellectual disability into society, with an aim to build inclusive, tailored and integrated care; empowering people with an intellectual disability to have a say in their care and to make it more specific to their needs. It is therefore important to review what we know about the impact of empowerment on peoples' lives. This literature review will look at support staff involvement of people with an intellectual disability diagnosis and the promotion of empowerment to service users.

[bookmark: _Toc518972424]Method 

Search strategy

The Cochrane library, ETHOS, EBSCO and Web of Science were searched for articles. Neither the Cochrane library or Ethos searches yielded any results. The Cochrane library was checked to ensure a review had not already been completed on the subject area and ETHOS was searched to check for unpublished work, thesis or dissertations which had looked at this subject area. 

The search terms for the review were selected based on the question “What is known about empowerment from health care professional’s perspective in intellectual disabilities” as seen in figure 1. 
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Figure 1. Search terms. 

These search terms were put into two different databases: EBSCO and Web of Science. In EBSCO the search was conducted on the psychology/sociology database option which included the following platforms: PsycINFO, PsycARTICLES, PsycBOOKS, CINAHL Plus with Full Text, eBook Collection. On Web of Science the core collections database was used to complete the search. The search terms were searched individually, with alternative ways of referring to search terms searched together using OR operator (see figure 1). No limiters were set for where in the article the search terms had to appear in EBSCO; while the broad area of topic was selected in Web of Science. The search terms were then combined with the Boolean operator AND. EBSCO found 132 articles from this search strategy and Web of Science 51 articles. Limiters were then set in each database based on the different limiting options available. In EBSCO, the only one of relevance was the type of document, which was limited to journal, academic journal and dissertation. In Web of Science the term article is used in the document type options to limit to journal articles; the English only limiter for articles was also selected. This was selected as the author is unable to speak other languages and the time scale for the review prevented getting articles translated. This left 123 and 46 articles from EBSCO and Web of Science, respectively, to review the titles for inclusion or exclusion. 

The inclusion criteria for the literature review were that the papers must be about staff members of support worker grade, working with a person with a diagnosis of an intellectual disability. The paper should also discuss empowerment as a focus of the study. 

The aim was to find out whether staff are helping to empower people in the way that they work. Articles that measured empowerment as a consequence of an intervention or training program were excluded. Articles that included or focused on participants who were under the age of eighteen were excluded. 

The inclusion and exclusion criteria were applied during the multistage screening process. First the title screen was completed on the 123 articles from EBSCO and the 46 from Web of Science. The abstracts from the 80 remaining articles were read. After the inclusion and exclusion criteria had been applied to the abstract, 19 articles remained to be read in full and the criteria applied. One article was initially included to be fully reviewed. However, it was not available on any platform to purchase, and therefore excluded. Articles were excluded due to empowerment and staff skills not being the focus of the paper upon reading the full article. Also, if the focus of the study was on what the service provided to service users it was also excluded. From this, eight papers were included in the literature review. The search was completed, and articles retrieved on 5th June 2017. This process is outlined in figure 2.

[image: ]
Figure 2. Diagram of search strategy 

Critical appraisal

Each article has been critically appraised using The Critical Appraisal Skills Program (CASP) for qualitative research (CASP, 2013). This was to assess the quality of the papers reviewed. The results of the CASP for qualitative research is discussed in the section critical appraisal.  

Review of papers

The themes within and across papers were assessed. Two main themes became apparent from the reading: choice and control, and communication. Choice and control were often discussed together and were kept as one theme to allow for consistency. The papers are discussed in relation to these themes. 

[bookmark: _Toc518972425]Critical appraisal of papers

The CASP for qualitative research was used to evaluate the quality of the papers identified for review (CASP, 2013). 

Quality of papers

The CASP qualitative research checklist (CASP, 2013) was used to assess the quality of the papers included in the literature review. All papers used a qualitative methodology. The CASP has three options for scoring ‘yes’, ‘can’t tell’, and ‘no’. These scoring criteria were given numerical values and are represented in figure 3. 

2 = Yes (Green), 1 = can’t tell (Yellow) and 0 = No (Red). 

[image: ]
Figure 3. Table of weightings given to each paper when critiqued. 

Aims of the Studies 

All the studies included in the literature review clearly outlined and stated their aims for the studies. 

Methodology

All studies used appropriate qualitative methodology; through a variety of approaches including structured and semi-structured interviews, video recording, audio recording and vignettes to explore the staff’s perceptions and communication for empowering service users. These different methods gave a rich and varied account of what support workers do in their interactions with service users, both from their own and an observed perspective. A combination of residential and day services were used across the studies. Antaki and Crompton (2015) used both a residential environment and a specialised day service which focused on horticultural skills. Overall, this allowed for easy comparison between studies. A methodological strength was that all the studies investigated staff interactions with service users, either through staff narrative or from audio or visually recorded observations. The studies which recorded staff interactions minimised bias, making it a more robust methodology, unlike interviews where staff could present themselves in a positive light.

Recruitment

Two papers discussed their recruitment strategy. They stated how services were selected for inclusion though what made the services appropriate for recruiting participants was not discussed. The process of recruiting participants was also not discussed within any of the articles; therefore, there may be recruitment bias. Renblad (2002) interviewed the staff who knew the service user best, as decided by the superintendent. They reported 34 interviews took place focussing on 24 service users with intellectual disabilities, which suggests that some service users had at least two members of staff discussing them in the interviews. The authors implied that this was due to staff leaving their job, though this is not explicit in the paper. All the studies lack sufficient detail to allow someone to replicate the recruitment in the studies. 

Data Collection

All the studies identified the environment that the data was collected in. This included on the premises of the service in a quiet room for those being interviewed or observing interactions between staff and service user as staff carry out their work tasks, over the telephone and for two participants via written responses to the interview questions asked to others. Although none of the studies justified why they selected a particular service or setting. All but one of the studies were clear about how they collected the data, with a mix of interviews and recordings. Bates, Hardwick, Sanderson, Sanghera and Clough (2012) comment on using anonymised vignettes, however how these were collected and chosen for inclusion was not discussed. Six of the authors justified the data collection method used. Neither, Bates et al (2012) or Antaki and Crompton (2015) commented on this, therefore it is unclear why vignettes and video recording were chosen over other data collection options. Jingree and Finlay (2008) and Jingree (2015) acknowledged that semi structured interviews require questions to be asked differently to each person, expanding on and asking supplementary questions as necessary. Renblad (2000, 2002) collected their data through a variety of media to best suit their participants including, face to face, video phone, telephone and for two participants they gave written responses due to time pressures. Although this allowed for maximum data collected it reduced the validity of the data as it varied between participants. 

Of note, Renblad (2000, 2002) seems to have used the same data twice, which has been analysed differently through excluding video calling data from Renblad (2002), the papers read similarly throughout and are identical in places, including large parts of the introduction, method and participants section. Differences between the two were not explicitly stated. In both it is referenced that they are a sub study of an earlier study, but no further detail is given. Both have been left in the review because they are relevant to the literature review question and have been published separately. 

Relationship between researcher and participant

Despite seven of the studies involving the researcher interacting in the environment during data collection, through the use of interview or by being present when recording the data, the relationship between the researcher and participants was not discussed. This may bias the data collected as staff may present themselves in a favourable light or act differently when being recorded.  Any controls or steps to limit this were not discussed in the papers.  This was most notable in the studies where data was collected through the recording of interactions (Jingree, Finlay & Antaki, 2006; Finlay, Antaki, Walton & Stribling, 2008; Jingree & Finlay, 2008; Antaki & Crompton, 2015; Jingree, 2015). The use of a confrontational interview style in the semi structured interviews and potential implications on the data collected was also not discussed in the two papers that used this style (Jingree & Finlay, 2008; Jingree, 2015). Further discussion of the relationship and any potential impact on the data would allow the reader to have more insight into the representation of the data and any bias this may have produced. 

Ethical issues

Ethics is an important part of research, only two of the eight studies explicitly discussed having ethical approval (Finlay et al, 2008; Antaki & Crompton, 2015). They both cited who gave the study ethical approval and Finlay et al (2008) went further by following Department of Health guidelines on conducting research involving people with a learning disability. Jingree (2015) only commented on observing the British Psychological Society (BPS) ethical recommendations for the study, leaving it unclear if and where ethical approval was sought. These three papers gave transparency into how ethical standards were adhered to and followed. Three of the studies commented on getting informed consent from participants (Jingree et al, 2006; Finlay et al, 2008; Antaki & Crompton, 2015). Where service user consent was needed the authors commented on adapting the consent form to ensure it was accessible to them (Jingree, Finlay & Antaki, 2006; Antaki & Crompton, 2015). Capacity was acknowledged by Finlay et al (2008), with a need to ensure service users had capacity to be video recorded and if not someone else was able to make this decision for them. None of the authors discussed whether ethical issues arose during the study. 

Data analysis
 
Five of the eight papers identify a structured analysis approach that they used to analyse the data, Antaki and Crompton (2015), Jingree (2015), and Jingree and Finley (2008) all use discourse analysis to analyse video transcripts and semi structured interviews. Jingree et al (2006), and Finlay et al (2008) both used conversational analysis for their audio and video recordings. This gave transparency to how the data was analysed. However, Bates et al (2012) and Renblad (2000, 2002), did not identify any formal analysis for their data. As a result, the method, rigour, and quality of data analysis is unclear. Although, empowerment principals are included in analysing the three papers, for example, Bates et al (2012) suggested mechanisms and strategies staff were employing in the vignettes, rather than just viewing a situation at face value. Finlay et al (2008) and Jingree (2015) both explained the analysis method, making it clear how the method was applied to the data. All the studies used quotes and extracts from their transcripts, or vignettes to evidence their findings allowing for clear understanding of how the authors have reached their conclusions. Despite the analysis approach that a qualitative methodology requires, none of the authors commented on the influence or bias on how the data was analysed.                  
                                                                                                                                                                                                                                                                                                                                                                                                    
Findings

A strength of all the papers was that the findings were in a clear and accessible format. All had links to the aims of the research and research question posed. The results were organised into logical sections, with clear reference between sections making it easy to understand how the data had been interpreted. All the authors discussed their findings in relation to other literature, this included within and outside of intellectual disabilities. In addition, five authors discussed their findings in relation to current practice and policy. Encouragingly, three of the studies mentioned areas for future research such as service users perspective on empowerment and training for staff (Renblad, 2000, 2002; Jingree & Finlay, 2008). 

Overall the CASP showed that the papers had clear aims which guided the design and analysis of the study. However, explanation and clarity around recruitment strategy was needed in all the studies. Ethical approval was only discussed in two papers and Jingree (2015) commented on following BPS ethical recommendations. Capacity was discussed in papers where service users were recorded via video or audio recording. Consent was always sought from family and best interest policies were followed where service users did not have capacity. However, consent of participating staff was only described in two studies. The results of the studies are well presented throughout the articles. Links to previous research both within and outside intellectual disabilities were also referenced in all papers, highlighting the evidence base the studies are contributing to. Three of the papers gave recommendations for future areas to study.  

[bookmark: _Toc518972426]Review of papers

Empowerment can be fostered and promoted in a number of different ways. From the articles included in the review two main themes were identified across the papers: choice and control, and communication. These will be discussed in turn. 

Choice and Control 

Jingree and Finlay (2008) and Jingree (2015) used semi structured interviews to understand staff’s perceptions on empowering service users. Both studies used the Department of Health paper Valuing People (2001) as a framework for the questions asked within the interviews. It emerged that staff would often use duty of care as the reason to limit service user’s choice over minor aspects of their care. For example, going into the community dressed ‘differently’. Staff would justify their actions by generalising that all service users with an intellectual disability do not have capacity and use extreme examples to validate their practice. This was used to justify that service users needed to be stopped from making unwise decisions, even though this goes against what the Mental Capacity Act (2005) outlines. This highlights a conflict between what staff feel they are doing out of duty of care and what legislation says in regard to a service user’s individual capacity. The support worker’s role is to assist service users to lead a fulfilled and active life which would not be possible without assistance. However what Jingree and Finlay (2008) and Jingree (2015) found is that this assistance was encouraging service users to not do things which staff felt was unwise and ignore the service users right to make their own decision, limiting the amount service users are able to exercise choice and control. 

Jingree et al (2006) highlighted times when service users were not fully listened to through the recordings of meetings at a residential home. The aims of these meetings were to give service users an opportunity to share their experiences and give feedback to the service. However, the transcripts show that service users were ignored when they tried to share experiences and at times when they did express their emotions it was dismissed.

“Lyn: Ohhh I’m getting too old for it 
ANN: You’re getting too old? You could listen to it though couldn’t you? 
Kat: She wouldn’t like it 
Lyn: I don’t want to 
Kat: Too noisy 
MEL: You’re never too old to do a bit of dirty dancing, 
Lyn: No I don’t want to 
ANN: No you can dance, I’ll dance with you Lynda 
MEL: Or Tim can dance” (Jingree, 2006, p. 220).

This interaction limited the choice service users were exercising, staff continued to try and persuade the service users to attend the disco despite repeated refusals. 

Renblad (2000, 2002) completed structured interviews with staff about service user’s social network, activities and influence over choice in their lives. Both papers also reported that service users have limited opportunity to exert influence over the choices in their lives. Renblad (2000, 2002) found that staff were not routinely consulting service users on what activities they wanted to participate in.  Rather service users had to be assertive and specific to ensure they were provided with activities they wanted. Renblad (2000, 2002) reported that service users also had limited choice over their social network.  Both found that service users social network was limited to those they lived with, neighbours, co-workers and staff who work with them. However, staff did report they had experienced service user choosing not to communicate with certain service users as a way of exerting control over their social network. It was also reported that one service user had asked to change where they worked due to not getting on with another employee. Renblad (2000) also looked at service users use of video phoning and the effect this had on social networks. It was found that this increased opportunity to network with others and opened up alternative ways to communicate such as using pictures or sign language. Staff reported that service users kept in contact with others who they had met at day services when they had video phoning facilities available to them. These studies were completed in Sweden therefore the generalisability to the UK is unclear. 

Bates et al (2012) used vignettes to explore different types of interactions staff have with service users and ways of viewing them. The paper highlights that there are many subtleties when interacting with service users. One example they gave is when shopping with two service users and two support workers. A scene was described where the support workers were talking to each other walking behind the service users. They offer one explanation that the support workers could be viewed as not doing their job properly. But they also offer that the support workers are allowing service users the time and space to make the food choices they wish to, independently and without continuous involvement from staff. The authors termed this ‘subtle support’, which allows a service user more freedom over their choices in the community. The support workers are there to support, rather than do and encourage when service users are able to do something for themselves. Similar examples of how subtle support can be given to service users is given throughout the paper, with commentary on managers thinking about the support their workers are giving and it needing to be of value to the client. This in itself is an empowering act by staff as service users are able to recognise what they need for themselves.  

A further suggestion by Bates et al (2012) was for friends helping service users to be used as a step between formal support and not needing support. However, this may not be appropriate for all service users as Renblad (2002) found that social networks were limited for service users with an intellectual disability.  Again, this highlights the need to take a holistic approach in provisioning care in this area, with a focus on what is best for the individual (DoH, 2014).

Finlay et al (2008) studied staff interactions and communication style with non-verbal service users. They observed staff persevering with service users when their communication was vague, and it was unclear if the service user wanted to carry on or stop the game they were playing. Finlay et al (2008) talk about the split-second decisions that staff have to make about persevering with an approach to see if the person engages more or interpret the action as a refusal to engage. Either decision can affect how the service user feels and consequent interactions with that staff member. Finlay et al (2008) comment on persevering but without harassing. These studies highlight the need to strike a balance between ensuring service users are being engaged and do not become isolated, but at the same time not forcing on them activities that they have made clear they do not want to participate in. In addition, staff should offer activities that are chosen by service users and provide the right level of involvement and support to maximise empowerment. 

Communication

The way staff communicate with service users was found by a number of papers to affect the interaction with service users and impact on choice, control and empowerment. 

Jingree et al (2006) observed staff framing what clients were saying to use words which were more in line with policy, along with minimising or dismissing anything contrary to policy.  In one interaction observed by Jingree et al (2006) staff encouraged service users to answer a certain way, for example encouraging service users to describe carers as friends, when they had already given an answer referring to him as “help”. This suggests to service users that there is a right answer or certain way to think about someone, rather than the way they think about them to be right. More thought about language used in intellectual disability services is needed to ensure service users are empowered to freely express their feelings without bias. Equally it was not considered if this helped the service users to understand what a friend is, or to exercise their right to choose friends, as they did not get to choose who works or lives with them within the residential setting.  

Jingree et al (2006) also highlights the importance of language and the effect this can have on service users. Even subtleties in language can make a big difference to the effect on communication. As Finlay et al (2008) showed through video recordings of staff-initiated games with a service user of throwing a piece of paper. The service user half-heartedly threw the piece of paper back, it was not clear to the staff member whether it was an acceptance or refusal of the interaction. The member of staff had a decision to make, to carry on with it, or not. It was seen that by carrying on the service user continued in the same manner, neither obviously accepting or rejecting the interaction. This highlights the subtleties in the communication that staff have with service users. Along with the need for staff to know service users well and to understand what their body language and actions may be telling them, which is important when a service user is non-verbal, and shows how choice and control can be exerted despite the lack of language.

Similarly, Antaki and Crompton (2015) also showed how different ways of interacting with a service user can affect the way the client responds and views the situation. Staff service user interaction in two different settings were studied. A gardening project where staff had more training on communication style, and a residential home where staff had not received as much training. The video recordings of interactions showed staff at the gardening project spoke in a way that gave clients choice over what they were doing. Questions were asked that gave the service user autonomy over their activity, even though it was pre-planned, they still had the choice. In comparison, support staff at a residential home used more direct questions and instructions to service users. The dialogue used no signs of control or choice over what the service user was doing. This highlights the need for staff to be mindful of their communication style to ensure the service user has choice and control in their actions. 

Jingree et al (2006), Finlay et al (2008) and Antaki and Crompton (2015) demonstrate the affect that different communication style can have on a client.  This can impact on whether a client feels they are in control of a situation, have choice and are able to exert either or both of these. The papers highlight that empowering communication styles are not always used. With the British government fostering more choice and control for service users, services need to be training staff in communication and the importance of this when interacting with service users to ensure choice and control are always at the forefront of the work staff do with service users. 

[bookmark: _Toc518972427]Discussion 

Two main themes were found in the articles that were reviewed. These were choice and control, and communication. 

Choice and control

Choice and control has consistently been a focus of the government white papers starting with Valuing People (DoH, 2001). Throughout the papers in this literature review, choice and control has been the biggest and most consistent theme, suggesting that choice and control is seen within services as an important aspect of their work. However, service users do not always have the choice and/or control over their lives which they should have. Staff have a difficult balance between encouraging service users to exercise choices over their lives and staff feeling they are doing their job sufficiently, this is highlighted throughout the papers. Subtle support has been observed as a way to encourage more choice and control in service users lives, although this can be difficult for staff who feel a need to show they are supporting a service user more obviously, which may inadvertently reduce empowerment (Bates et al, 2012). Finlay et al (2008) highlight the difficult decisions staff have to make, especially with less communicative service users, in how interaction from service users are viewed; pushing the interaction enough so the service user feels responded to without being too persuasive that takes the choice away. However, there is still more work for services to do in this area as staff cite duty of care as a reason for limiting choice and control when service users have the ability to make the choice themselves (Jingree & Finlay, 2008; Jingree, 2015). As well as staff observed to be ignoring service user’s requests when they exercised choice, if it went against the normal routine of the service (Jingree, 2006) it has also been found that the choice service users have over their social networks was limited; both in terms of the size of their social network and ability to change it, suggesting integration into community living is not at saturation (Renblad, 2000, 2002). By eliminating or reducing a service user’s choice over decisions the control they have in their lives is subsequently reduced or limited. The literature review suggests that although there are some excellent practices to encourage choice and control from service users, there is further work for services to focus on to achieve the goals as set out by the government (DoH, 2001, 2005, 2011,2014). 

Communication 

Although communication was not mentioned in the government papers as a way to change services, the review of the eight papers highlighted the importance of communication within services along with the power that communication has both from staff and service users. This is highlighted in Finlay et al (2008) when staff need to make choices about what a service users body language is saying, persist too much and the service user may feel harassed, too little and they can feel isolated (Finlay et al, 2008). The words used to service users are also important, for example encouraging service users to call staff their friend when they have previously referred to them as “help”. Not only does this take away the service users choice to use their own words to describe staff, but also changes the understanding of what friendship is, when staff are unable to share aspects of their lives or continue the “friendship”, for example when they leave their job (Jingree et al, 2006). Communication style is another important element within services for service users with an intellectual disability. Staff with more training communicate in a way that offers choice and encourages the service user to share what they are doing, empowering the service user to think for themselves and choose to engage in the process. Staff with less training often instructed the service user in what they are doing, making the service user passive in the process and suggesting they have little choice (Antaki & Crompton, 2015). This suggests that communication is an important element of empowerment which is being overlooked both by the government in the white papers but also by services. 

Oliver (1996) social model of disability suggests that it is society which frames the perception of disability via the barriers and limits society puts on those who are different to the norm. He goes on to say that once these barriers are removed disabled people will have more choice and control in their lives. He refers to a more global aspect of disability not just intellectual disability.  However, these barriers in society are still in place. Renblad (2000, 2002) found that service users social network was often limited to staff, neighbours or fellow residents and colleagues at work. Similarly, some of the barriers found in this review are the way staff interact with service users, related to either limiting their choices due to duty of care, despite potential capacity for service users to make their own decision (Jingree & Finlay, 2008; Jingree, 2015) through praising service users when they use a desired phrase or by ignoring service users if they say something unfavourable (Jingree et al, 2006). However, it might not be as simple as breaking down the barriers for people with an intellectual disability. Some people, like those referred to in the papers in this review, will need extra support which can in itself be a barrier to participation in certain activities or elements of society. Bates et al’s (2012) suggestion of staff being matched with service users based on interest and personality which best suits the service user could help reduce this barrier. This may help to make a service user less obvious to others when accessing community activities not provided by intellectual disability services, particularly if staff include themselves in the activity like any other participant. Bates et al (2012) also discussed the importance of subtle support and how this can be seen as a way to reduce barriers within society, as staff are there to support only when needed and can help to foster engagement when it otherwise would not be possible to engage in an activity. Staff helping someone with this, rather the friends or family as suggested in the paper, means that the service user knows that resources will be there, rather than relying on goodwill and not feeling a burden to friends and family. Dowson (1997) suggests that empowerment is loaned to service users from staff at times when it suits them. This was seen in the papers reviewed, however it is against what is suggested both within legislation by the Department of Health (DoH, 2001, 2005, 2011,2014) and Oliver’s (1996) social model of disability where empowerment, choice and control should be a right that anyone can exercise when given the right help. 

Recommendations 

Clinical Practice 
The studies show that there is a variety of practices being used which can be empowering for service users along with areas where improvements can be made. Training is an opportunity to instil empowering techniques for staff to use (Antaki & Crompton, 2015; Bates et al, 2012). Antaki and Crompton (2015) highlight the difference in communication style that training can create, from a directive approach to a more empowering service user focused one, which sees clients as part of the communication dynamic with choice and involvement in the interaction. Bates et al (2012) also encouraged staff training to help them understand the importance of subtle support along with reducing staff perception of needing to be seen to be doing something. How staff are trained and how best to ensure this is put into practice was not discussed in the papers. These are important issues to be considered to help staff to maximise client empowerment, choice and control and will help to improve services in line with government policies (DoH, 2001, 2005, 2011, 2014). It is also important for managers, policy makers and commissioners to understand and appreciate the importance of investing in training staff to use more empowering communication styles and subtle support. For some it may seem counterproductive to invest in training to teach staff to do less, but by empowering service users it is possible to improve quality of life and increase freedom and choice in line with government policies. In the longer-term empowerment may result in clients being more independent and needing less support from services. 

Future research
It would be helpful to look at what type of training is most effective in altering staff’s practices, so it can become more empowering, encouraging choice and control and the acceptance of service user’s choices even if staff disagree with the choice or if it is different to what has been done previously. More investigation, into the specific barriers within society and services which limit choice and control for service users with a diagnosis of an intellectual disability, could help to reduce them further, especially with legislation emphasising on empowerment. Finally, in line with suggestions from some of the papers reviewed the perspective from people with an intellectual disability on choice and control and what they feel is important would allow for services and the government to know what service users want, and what they see as empowering.

Limitations of the literature review
Of the eight papers reviewed, seven have an author who has also contributed in at least one other paper reviewed. The only paper with authors who have not contributed to another paper in this review was Bates et al (2012). This limits the perspectives represented within the review and readers should be mindful off this. 

Strengths of the literature review
The studies reviewed do represent a broad time frame 2000-2015, mirroring the Department of Health papers which encouraged a change in services and service users having more choice and control over their lives. The studies included were well distributed throughout this time, without clusters being published at once. All but one of the papers reviewed were completed in the UK with UK participants. Renblad (2000, 2002) was based in and used participants from Sweden. This shows that these themes appear within other countries. 

A strength of the papers reviewed is that they have all been published, no grey literature was found. Some of the results were not favourable to the staff’s practices of working with people with an intellectual disability, such as limiting service user’s choices. By being published it allows the findings to be considered and research to be done to help rectify the elements which are not working and for changes to occur within services as a result. 

[bookmark: _Toc518972428]Conclusion

This review has found examples of good practice of communication offering choice and control to service users as a result of more training (Antaki & Crompton, 2015). Bates et al (2012) also acknowledged the need for more training for staff to be confident in supporting service users effectively, and not doing more because they feel they need to show they are working. Choice and control has been shown to be limited at times for service users, either when they went against what was offered (Jingree et al, 2006), or alternatives only being offered when specifically asked for (Renblad, 2002). It was also found that staff are making split second decisions about whether to continue to engage with someone or not (Finlay et al, 2008) and the difference in this is whether to persevere and for the service user to feel potentially harassed or to disengage and risk isolating someone. Support staff within intellectual disability settings have many different decisions to make within their work, policies to adhere to and activities to complete. This review highlights some of the effects of these decisions and how they can impact on the service user’s choice and control. The staff doing this work are the least trained in the staff mix within health and social care, yet service users spend the most time with them. More investment in training can help staff understand the subtleties in their work and the impact communication styles can have on clients. 
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Background: Government papers have encouraged empowerment and equal opportunities for people with an intellectual disability (DoH, 1971, 2001, 2005, 2011, 2014). However, there is little understanding about what elements of empowerment are important to people with an intellectual disability. Method: Q methodology was used to investigate this. Ten participants from four different services participated in the study. Results: Two factors emerged from 37 statements used to explore empowerment. One identified fulfilment as important for empowerment, the other focussed on interpersonal and social factors. Conclusion: Participants value meaningful activities and being informed and involved in their life (fulfilment) as well as being treated equally and with respect in their interactions with others (interpersonal and social factors). However, more research to nuance these areas and to find out what they mean for people with an intellectual disability is needed. 

Keywords: Intellectual disabilities, empowerment, service user perspective, Q methodology
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Government papers

Better Services for the Mentally Handicapped (Department of Health [DoH], 1971) and Valuing People (DoH, 2001) have been influential white papers prompting a change in the care and treatment of people with an intellectual disability. The Independence, Wellbeing and Choice consultation paper (DoH, 2005), was produced by the Department of Health to encourage the independence and inclusion of people with a diagnosis of an intellectual disability into their local community. Parliamentary Acts like The Care Act (DoH,2014) and the Disability Discrimination Act (DoH, 2005) which was later superseded by the Equality Act (DoH, 2010) have similarly encouraged fairer treatment of those with an intellectual disability. There has been a general shift within health and social care for service users to be included in decisions as standard practice through No Decision about Me Without Me (DoH, 2011). 

Until relatively recently people with an intellectual disability diagnosis had limited opportunities, often resulting in them living in institutions and with limited choices over their lives. Better Services for the Mentally Handicapped (DoH, 1971) recognised that services should be moving away from institutional environments towards community-based care. For those with an intellectual disability and not needing detention, living outside overcrowded institutions allowed for more cost-effective care and a better quality of life.  

The initial aims from Better Services for the Mentally Handicapped (DoH, 1971) were extended and built upon by Valuing People (DoH, 2001). This paper had four key principles related to the quality of life of people with an intellectual disability: rights, independence, choice and inclusion. Community-based living was highlighted as an area where improvements had been made since the 1971 paper, but there was still concern over the limited choice given to service users about where they live and who cares for them. In addition, it was highlighted that employment was highly fulfilling for this population. However, less than 10% of those with a diagnosis of an intellectual disability were in employment. It was also noted that there was a need for services to be working effectively together to provide more streamlined provisions for those with an intellectual disability. The aim of the paper was to encourage good quality services to promote independence, choice and inclusion for people within this group. 

Continuing with an emphasis on people’s rights to have control and choice over their lives Independence, Wellbeing and Choice (DoH, 2005) was a consultation paper which focused on the future direction of social care. The aim for services was to maintain a service user’s independence wherever possible. Direct payments were introduced to give service users more control over their lives and involvement in the care they receive. A number of areas were identified to help measure if the desired changes had happened including: improved health and quality of life, making a positive contribution; exercising choice and control; economic wellbeing; personal dignity and freedom from discrimination and harassment. At that time, it was predicted it would take 10-15 years for these changes to take effect. 
 
A change in culture across mental and physical health and social care services was required with the introduction of No Decision About Me Without Me (DoH, 2011). This encouraged all service users to be active and involved in decisions about their physical, mental and social care needs, as well as in the planning of interventions. Its principal was that service users should be fully involved in the decision-making process. This shift was to ensure that service users’ voices were present throughout the care they received and that what they felt was best for themselves was heard. 

Moving away from service users fitting into services already available, and to providing more individualised care, the Care Act (DoH, 2014) made local authorities legally obliged to provide care that mattered to service users. This required service users to be fully involved in the process of selecting care. Part of this was done by placing a person’s wellbeing at the heart of their interactions with services. This is known as the Wellbeing Principal. It should be applied in every interaction with a service user in receipt of social care services. The Care Act (DoH, 2014) acknowledges that the meaning of wellbeing is different between people. Practitioners must first establish what it means to the individual they are working with and how best to support them.  

There has been a shift in the way people with an intellectual disability are cared for through integration into ‘normal’ society, encouragement of ‘normal’ aspirations such as getting a job and feeling involved and empowered in their own lives. Although research on empowering service users who have an intellectual disability is nothing new, it appears that services are not always enabling and encouraging principles as laid out by the Department of Health, in particular through Valuing People (DoH, 2001). Bash (2015) focused on staff interactions with service users with an intellectual disability and interviewed professionals to investigate the empowerment of service users. Bash found that whilst staff thought they were helping service users to make the right choice, they were unintentionally disempowering them. Staff would cite their duty of care as a reason for limiting choice, seeming to contradict the tenet of the Mental Capacity Act (2005). Staff would also state the consequences of behaviours to service users and encourage ‘normal’ behaviour, which often conflicted with the service users’ freedom to choose. Although there is some evidence that staff who have had communication training tend to offer more choice to service users in the short term (Jingree et al, 2006; Finlay et al, 2008, Antaki & Crompton, 2015). Staff are often unintentionally limiting service users’ choices which highlights the limits that are placed on service users by staff, and which affects their ability to be empowered in their own decision-making (Bates, Hardwick, Sanderson, Sanghera and Clough, 2012; Finlay et al, 2008; Jingree et al, 2006; Jingree & Finlay, 2008; Jingree, 2015; Renbald, 2000; Renbald, 2002).

Empowerment

Empowerment is a concept which varies depending on the context in which it is used. A general definition of empowerment is: “the giving or delegation of power or authority; authorization” and “the giving of an ability; enablement or permission” (Collins, 2016). However, this broad definition does not capture the essence of empowerment for people with an intellectual disability, who historically, have been seen as unable to make decisions for themselves. 

Starkey (2003) discussed different aspects of empowerment within health and social care in relation to the service people receive; their level of involvement with the service (consumerist approach); the society in which they live (liberational approach); and empowerment which is encouraged and supported by professionals. It is often assumed that empowerment is about the giving or withholding of power, but power operates at many levels and empowerment is not something a person is given but something a person has, and this fluctuates between contexts and people. Empowerment is a fluid, reflexive concept, which is difficult to measure, but which can be fostered within the right environment. Starkey emphasised that despite perceptions to the contrary, empowerment is not something that can be ‘done’ to someone, but rather something experienced by the person. Starkey’s perspective on empowerment is felt to be aligned to how empowerment might be experienced by those with an intellectual disability. 

Models on empowerment 

Bank-Mikkelsen, Nirje, Wolfensberger and Oliver were pioneers in changing views about people with a physical and/or intellectual disability as well as those who do not fit societal ‘norms’. This gave a voice, an empowering opportunity, to a proportion of the population whose opinion and preferences were often overlooked. Bank-Mikkelsen working in Denmark, used the term the Normalisation Principle prior to 1969, but it was not until this time that it was used within the area of disability. He defined the Normalisation Principle as “letting the mentally retarded obtain an existence as close to normal as possible” (Wolfensberger, 1972, p. 27). This led a shift in thinking.  Many people with intellectual disabilities lived in institutions, had limited opportunities in life and made few decisions for themselves. Wolfensberger (1972) expanded on Bank-Mikkelsen’s work, defining the Normalisation Principle as the “utilization of means which are as culturally normative as possible, in order to establish and/or maintain personal behaviours and characteristics which are as culturally normative as possible” (Wolfenberger, 1972, p.28). This took the principle of normalisation further, specifying the importance of the cultural context within which the person lives. Adopting this principle should offer people with intellectual disabilities the same opportunities as any other person. Wolfensberger highlighted that often people endorse the Normalisation Principle, however their behaviours and practices are often not aligned with it, and that people further the devaluing process through the language they use. 

In 1983 the Social Role Valorization (SRV) was formulated to more clearly define the aims of the normalisation principle. SRV is “the application of what science has to tell us about the enablement, establishment, enhancement, maintenance and/or defence of valued social roles for people” (Thomas and Wolfensberger, 1999, p.125). It highlighted the importance of having a socially valued role in life. The aim of SRV was to help those working with people with an intellectual disability to think about what meaningful roles were available and to empower them to establish meaningful lives.  

The social model of disability is 

“about nothing more complicated than a clear focus on the economic, environmental and cultural barriers encountered by people who are viewed by others as having some form of impairment – whether physical, sensory or intellectual” (Oliver, 2009, p.47). 

Oliver rejected the notion that disability was a result of an impairment within a person and argued that when given an amenable environment a person with an impairment would be able to function as well as a person without. He gave the example of a person who wore glasses because of an impairment of the eyes but was not segregated by society because with glasses people with poor vision were able to function as well as those without glasses. He felt this should be the same for people with physical, sensory and intellectual impairment, and that society needed to become more amenable to the adaptations required for all in society to be truly equal. 

Wolfensberger (1972) highlighted that often staff and their managers supported the Principle of Normalisation publicly, but in reality, often acted in contrast to this. This contradiction was highlighted in the literature looking at empowering practices (Bash, 2015; Bates et al, 2012; Finlay et al, 2008; Jingree et al, 2006; Jingree & Finlay, 2008; Jingree, 2015; Renbald, 2000, Renbald, 2002). In addition, Jingree et al (2006) were explicit about this conflict when the data collected from a service was in conflict with their mission statement around empowerment of service users. Also, of concern, was the fact that despite the various White Papers and Parliamentary Acts (DoH 2010, 2014) highlighting the support and freedoms those with an intellectual disability should be experiencing, this is not translating into service provision. The reality is that, regardless of ability, those with an intellectual disability do not enjoy or have opportunity to exercise the freedom and choices that those without a disability have.

Service user consultation

Service user involvement has become increasingly important throughout health and social care. INVOLVE supports service user involvement in the NHS, social care and public health research. There are three approaches to service user involvement in research; consultation, collaboration and user-controlled researcher. Consultation, where service users are asked their views on the area of research and these views are used to inform decision making. Collaboration, is continuous decision sharing with service users. User-controlled research, is undertaken when service user/s are the researchers, deciding and carrying out all decisions in relation to research, from deciding the research question, methodology, and analysis to completing the write up and getting the research published (Briefing note seven. n.d.). 

Rational for stance taken

A focus on policy and philosophy has been used to influence and guide this research. There are two main reasons for this. Firstly, a conscious decision was made to not include the literature on empowerment interventions currently used within intellectual disabilities as the researcher did not want to be influenced by areas already considered to be empowering via an intervention. It was felt that this would be imposing things that are already being ‘done’ to people with an intellectual disability. The aim of the research was to be about elements of empowerment people with intellectual disabilities could have an opportunity to have some control or choice over. It was important for the voice of those with an intellectual disability to be heard without the influence from what we, as professionals think will empower or foster empowerment. 

Secondly, service user consultation was carried out in order to understand the elements of empowerment that were important to this population. The outcome of this was aligned to policy and the models of empowerment outlined. It was there for decided to use this as the focus of the introduction. 

Aims: 

This study aimed to look at what empowerment meant to people with an intellectual disability. The definitions of empowerment showed the variety and depth of empowerment and how it could be experienced differently in different contexts and between persons. Aligned with Starkey and with the government white paper aims in mind, the focus of this research was on empowerment as experienced by those with an intellectual disability given the researcher’s stance that empowerment was experiential and not something that could be given or done to a person. Therefore, an exploratory piece of research looked at what empowerment meant to a range of people with a diagnosis of an intellectual disability.  

Service users’ perspectives on empowerment was an area which, despite having been the focus of government papers, appeared to have received little investigation within the published literature. This study aimed to rectify this. The objective of the study was to explore the value adults with an intellectual disability placed on different areas of empowerment. Empowerment in this context specifically meant looking at the basic opportunities people had in their lives, for example: choice over care, housing and having job/volunteer opportunities. 

This research asked people with an intellectual disability how important are various areas of empowerment to you?

[bookmark: _Toc518972436]Method   

Q methodology 

Overview of Q method
Q methodology is an exploratory method looking at viewpoints on the area of exploration. It was developed in the 1930s by Stephenson to explore a whole person and the ‘psychological meaningfulness’ of an area to the person, rather than hypothesised traits (Watts and Stenner, 2005). Q method allows for participants’ own subjectivity to become part of the research, as there is no right or wrong way to sort the statements and the statements themselves are opinion not fact (Brown, 1993).

Constructing materials 
Constructing the research materials is an important part of Q method and can take more time than the data collection (Watts and Stenner, 2012). The aim of this stage is to create a Q set. The Q set represents the broad aspects of the area being explored, which will become the statements that the participants sort in the data collection stage. The Q set can be constructed in any way which provides insight into the area of exploration, including, but not limited to, literature on the subject of investigation, using the media, interviews, and focus groups or any other method which will inform the research (Brown, 1993). The aim is to get a broad perspective on the area. 

Once a broad perspective has been established, ‘statements’ are created. These are usually a sentence or short statements on the subject matter. However, they can be newspaper cuttings, pictures, audio files, or any format which best represents the area (Brown, 1993). The ‘statements’ make up the Q set, they are usually placed on card for participants to sort. 

Data collection 
The statements are used in the Q sort to collect the data. Firstly, participants sort the statements into three piles. The piles depend on what is being explored, usually a positive feeling, neutral and negative feeling; such as agree, neither agree or disagree, and disagree, but can be anything in relation to the area being explored. 

Once sorted into the three piles, participants place the cards on a Q grid, by taking each pile in turn and ranking them on the grid to represent their feelings about the statements, normally starting with the positive group. The Q grid is designed to be dependent on the number of statements being used. Steeper distributions are recommended for complex or unfamiliar topics. Shallower and longer distributions are recommended for when extreme feelings are likely to be experienced. Usually this takes the shape of an inverted normal distribution curve. It is required that all statements are placed on the grid. Equal weighting is given to each statement placed in the same column on the grid e.g. +1. 

Analysis
Q methodology is an inverted factor analysis, meaning the participants become the variable. Thus, the analysis of Q method is a by-person factor analysis which identifies groups of participants who sort their Q set in comparable ways. This shows which themes are preferred by the participant group (Watts and Stenner, 2005). 

An interview with the participant, once the Q sort is completed, can be completed with participants to gain understanding as to how they sorted the statements and the meanings they have given to the statements. 

Ethical approval 

Ethical approval was gained from a University Peer review committee, the Health Research Authority and a local NHS Trust Research and Development Department (Appendix 2).  

Procedure 

Aligned to the INVOLVE strategy (Briefing note seven. n.d.), service users with an intellectual disability were consulted on what they felt empowerment meant to their cohort. A pre-existing group was consulted. Participants were asked what was important to them and what they needed in order to do those things. An informal discussion, writing down participants thoughts and opinions was completed. The initial question of what was important to participants was asked, with follow up questions to understand those areas further and what participants needed in order to have those things in their life.  The outcome of this consultation was that empowerment incorporated the aspects of life many without an intellectual disability took for granted, such as having a choice about what to do each day, where they live and with who. This has led to a focus on empowerment in this research based on basic opportunities many take for granted. 

Creating the Q-Set
A focus group, the government paper Valuing People and a literature review were used to create the statements.

A focus group was run to help construct the Q set. The focus group comprised members from a local university and NHS trust service user and carers representative groups. The participants of the focus group were self-selected from those invited. Information sheets about the focus group were emailed to members of these groups via their administration support (Appendix 3). Consent forms were completed before starting the focus group (Appendix 4). 

The group concentrated on the questions “What does empowerment mean to you?”, “How are you empowered in your life?” and “Are there any areas you would like to feel more empowered in?” each question was placed on to flip chart paper. The main and important points of the discussion were recorded on the paper and was used during the focus group to both help the discussion and as a reference point for the participants. Participants were asked at times to expand on their comments to get a better understanding of elements discussed and where there were thought to be links between points discussed, these were explored. The focus group was recorded to help construct the Q set afterwards. 

Along with the focus group, themes that emerged from a review of Valuing People (DoH, 2001), and a review of the literature looking at how staff empower service users was also used to include a snap shot of how people with an intellectual disability might be experiencing empowerment. (See Appendix 5 for a full list of the themes generated). There was little variation between the themes from the different sources of information. Those areas that occurred in more than one of the lists were included in the final statements to ensure a broad perspective on empowerment was captured. 37 statements were created. The statements included words and a picture to illustrate the overall meaning. The pictures were taken from Photo Symbols, which is widely used within intellectual disability services (Appendix 6). The final 37 statements were shown to a selection of trainee clinical psychologists, academic tutors and lay people to provide feedback on the layout of the cards and wording of the statements. Amendments were made in response to comments received. The statements were printed on off-white coloured card and laminated.

Participants 

Ten participants took part in the study. One from an NHS learning disability team, five from a specific learning disability day service, two from an advocacy service and two from an education provider. Table 1 shows the demographics of the participants. 

	Participant 
	Age
	Gender
	Organisation

	P1
	34
	Female
	NHS

	P2
	26
	Male
	Day service 

	P3
	26
	Female
	Day service 

	P4
	46
	Female
	Day service 

	P5
	47
	Male
	Day service 

	P6
	46
	Female
	Advocacy service 

	P7
	46
	Male
	Advocacy service 

	P8
	48
	Male
	Day service 

	P9
	20
	Male
	Specialist College

	P10
	21
	Male
	Specialist College


Table 1. Participant demographic information

Managers of the services selected for the study were given the inclusion criteria for the study, which was: participants needing to be over the age of 18, have a diagnosis of an intellectual disability, able to give consent to take part in the study for themselves (Appendix 8). The study was explained to the managers, so they understood what would be involved for participants and approach people who would be able to complete the sort. Managers were also advised against recruiting participants who might struggle with two cards not being able to share an equal value (position on the grid). The managers approached potential participants they thought would be suitable for the study. The information sheet (Appendix 9) was given to participants who were interested in the study, the manager then collated the names of those interested, and a suitable day and time for the study to take place at the services premises was arranged. 

The Q set
A Q grid was made up on a piece of A1 card (Appendix 7). The Q grid went from - 4 to + 4 with the columns displayed thus: 

	-4
	-3
	-2
	-1
	0
	1
	2
	3
	4

	1
	3
	5
	6
	7
	6
	5
	3
	1



The Q sorts were completed individually, with the researcher and the participant. Participants could bring a friend or family member with them if they wished. Two participants had a member of staff with them, due to policy at that service. Participants were read the consent information sheet (Appendix 10) which outlined what the study entailed and what their rights were. A consent form (Appendix 11) was completed and a copy was given to the participant to keep along with the consent information sheet. 

The participants were asked to sort the statements into three piles, ‘very important to me’, ‘do not care about’ and ‘not important to me’, ‘smiley faces’ were also used to help participants understand the meaning. The cards were presented one at a time to the participant, they then decided which of the three piles the card went into. Each pile of cards was put on the grid in turn, starting with the ‘very important to me’ pile. The cards from the ‘very important to me’ pile were spread out, so the participant could see them all and they were asked to pick which one was the most important to them. All participants were able to do this independently, although some needed more time to think and find the right card than others. The first card was then placed on +4 on the Q grid, participants were then prompted to find the next card. Participants were prompted for the first four statements. Two participants were prompted for every card as when the prompt was not given they would become distracted. Further prompts were given if participants appeared to be struggling to find “the next most important card”. Once all the ‘very important to me’ cards were placed on the grid the ‘do not care about’ pile was placed on the grid next, in exactly the same way as the first set of cards, with a prompt given for the first four cards of “which is the next most important card”. Then finally the ‘not important to me’ cards were sorted in the same manner. 

Two participants found it easier to pull 5 or 6 cards out of the pile that they felt were important and then sort them into order of importance. The cards were placed on the grid starting with +4 then to the next column, starting at the top and filling the grid downwards. Most followed this way of doing it. Two participants placed cards out of order on the Q grid, if they came across a card and knew where it went on the grid. Three also moved some statements around if they came across a statement they felt fitted where they had already placed a card on the grid. 

Unlike some Q method research, no interview with participants was done. Q method was chosen for this research as it allowed all voices to be ‘heard’ in the analysis and takes the individuals view point into account (Watts and Stenner, 2005). People with an intellectual disability are often overlooked or not included in research due to expressive language difficulties (Lloyd, Gatherer & Kalsy, 2006). Q method allows for those with expressive language difficulties, or those who prefer not to talk to take part in research, for their opinions to be heard without the need to participate in an interview, this is why a formal interview was not included in this study. However, if participants shared information about their life in relation to the cards it was checked that the participant were happy for what they said to be noted. This was then used to inform the analysis of each factor. Five participants talked about their feelings, experiences and desires for the areas on the Q statements. Once the Q grid was complete participants were asked if they were happy with how they had completed the Q grid and if there were any changes they wanted to make. None of the participants made any changes. 

The Q statements all had numbers on the back, so that each cards placement was recorded on a smaller A4 version of the Q grid via the number on the back. 

A reliability check was done by completing the Q sort again with two of the participants. The two Q sorts each of the participants completed were correlated together to check reliability. Table 2 shows the correlations for both participants. A significant correlation means that the Q sorts are reliable across the two time points they were collected from. Neither correlated perfectly at 1, this supports Stephenson’s notion that opinion changes over time and context as the correlations show some variation between the two Q sorts completed by each participant (Stephenson, 1988). Only the first Q sort completed by each participant was included in the final analysis. 

	Participant 
	Correlation
	Significance (<0.05)

	P2
	0.391
	0.017

	P4
	0.710
	0.000


Table 2. reliability correlations with significance level
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Statistical Analysis 

An online analysis platform, Ken–Q (Version 0.11.1, Banasick, 2018), was used to analyse the data. The Q sort for each participant was entered into an excel spreadsheet supplied by Ken-Q. 

The Q sorts were inter-correlated, to give an indication of the extent to which the Q sorts shared similar viewpoints and which ones differed. The next stage was factor extraction. Viewpoints that correlated were pooled to load onto a factor together, creating a shared viewpoint. Factors were chosen based on the eigenvalue they had. An eigenvalue of one or over was deemed to produce meaningful significant factors (Watts and Stenner, 2012). 

Once the number of factors, based on the eigenvalues, had been identified, the factors were rotated. This allowed the viewpoints in the Q sorts to be ‘seen’ from multiple positions to identify where they fitted best, if at all, with the factors.  

Analysis

In total 10 Q sorts were completed. Although the researcher also completed the Q sort (Appendix 12) in line with recommendations by Brown (see email, appendix 13) it did not load onto either of the factors and was thought to skew the results, so it was removed from the final analysis. 

Table 3 shows the inter-correlation between the Q sorts. All but two Q sorts correlated with another at a medium (0.3) to large (0.5) effect size in the data (Cohen, 1988), suggesting a shared viewpoint on the Q sorts. 


	 
	P1
	P2
	P3
	P4
	P5
	P6
	P7
	P8
	P9 
	P10 

	P1
	-
	0.25
	0.32
	0.19
	0.21
	0.15
	0.23
	0.16
	0.3
	0.21

	P2
	
	-
	0.57
	0.46
	0.1
	0.01
	0.09
	0.43
	0.26
	0.41

	P3
	
	
	-
	0.3
	0.18
	-0.08
	0.14
	0.45
	0.25
	0.38

	P4
	
	
	
	-
	0.31
	0.21
	0
	0.2
	0.17
	0.28

	P5
	
	
	
	
	-
	0.33
	-0.1
	-0.15
	-0.05
	0.07

	P6
	
	
	
	
	
	-
	-0.09
	0.05
	0.26
	0.04

	P7
	
	
	
	
	
	
	-
	0.39
	0.01
	0.12

	P8
	
	
	
	
	
	
	
	-
	0.11
	0.38

	P9 
	
	
	
	
	
	
	
	
	-
	0.17

	P10 
	
	
	
	
	
	
	
	
	
	-


Table 3. Inter-correlation between Q sorts. 

The analysis extracted two factors from the data, and these were rotated using varimax rotation. This was used, as this study had no theoretical preconceptions to guide a judgemental rotation. It also allowed the factors to represent as much of the common variance as possible. 

The factor loadings, eigenvalues, and percentage of variance explained are shown in Table 4. Factor loadings of 0.32 or above were considered to share the viewpoint of that factor (Watts and Stenner, 2012). P1, P2, P3, P4, P8 and P10 all loaded onto factor one, while P5 and P6 loaded onto factor two. These Q sorts shared a similar viewpoint on empowerment. P7 and P9 did not load onto either of the factors, suggesting their viewpoints were different from the other participants. Although they did not load onto either factor this data was left in as it was important from an inclusion perspective to ensure that all viewpoints were represented in the final analysis. 

As mentioned, ideally the eigenvalue needed to be one or over for a factor to be considered. Both factor one and two met this criterion. In Q method it is considered acceptable for between 35-40% of the variance to be explained by the factors selected. Combined, factors one and two explained 33% of the variance. This slightly limited the conclusions that could be drawn from the data.  

	Respondent
	Factor 1
	Factor 2

	P1
	0.386
	0.3665

	P2
	0.678
	0.2023

	P3
	0.688
	0.1364

	P4
	0.4101
	0.385

	P5
	-0.0083
	0.4511

	P6
	-0.1039
	0.6112

	P7
	0.2846
	-0.1247

	P8
	0.7141
	-0.2209

	P9
	0.2627
	0.278

	P10
	0.5445
	0.109

	Eigenvalues
	2.2877
	1.0024

	% Explained Variance
	22
	11


Table 4. Factor loadings, eigenvalues and percentage of explained variance 

Findings

Figures 1 and 2 illustrate the factor arrays for factor one and two respectively, that was how the Q sort looked when taking into consideration the viewpoints of all participants. A significance level for both of p<0.01 was used. The statements in figure 1 and 2 with a black dot on them represented statements that loaded significantly onto that factor. 

Factor one: Fulfilment
Those that loaded significantly onto factor one all shared a viewpoint of fulfilment as being important when considering empowerment for those with an intellectual disability. The areas considered to be important all shared a theme of things people engage in. In contrast, areas considered unimportant where life style choices. Fourteen significant statements from six participants loaded onto this factor. 
There were two elements to this, firstly meaningful activity. Secondly being informed and included in their life. 

Meaningful activity
Meaningful activity was important to participants’ empowerment. This was evident through the statements which loaded significantly, the highest-ranking statement for fulfilment was ‘to be able to have a job’ (z score: 2.08, +4). Also ranked highly was ‘to be able to have access to training to learn new skills’ (z score: 1.34, +3) and, to a lesser extent ‘to have access to education’ (z score: 0.24, +1).

Informed and included in their own life
Feeling informed and included in their life was important to participants and was represented through five statements: ‘to be able to see an advocate when I need one’ (z score: 1.37, +3); ‘ for decisions to be explained to me so I understand’ (z score: 1.58, +3); ‘to have time to think and make decisions’ (z score: 0.96, +2); ‘to have the support I need from other people’ (z score: 1.02, +2) and ‘to be treated with respect’ (z score: 0.59, +1). 
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Factor two: interpersonal and social factors 
Those that loaded significantly onto factor two represented a viewpoint of interpersonal and social factors as being important for empowerment. On this factor participants appeared to be thinking about themselves in their social world. Overall, the themes which emerged were concerned with social interactions with other people and what they would like from these.
Fifteen statements from two participants loaded significantly onto factor two. 

Treatment from others
Participants ranked ‘to be treated with respect’ (z score: 1.84, +4) as the highest loading statement on this factor. Only one participant commented on this statement. He said that respect worked both ways: “I treat you with respect, you treat me with respect, that’s important”. In line with this ‘to have more control over my life’ (z score 1.56, +3) and ‘to live in a friendly community’ (z score: 0.84, +2) also represented the importance participants felt about how others treated them contributing to feeling empowered. 

Relationship with others
Participants felt that it was important that they had the same opportunities for relationships with others, as those without an intellectual disability. This was shown through three statements which loaded significantly. ‘To get married’ (z score: 1.46, +3); ‘to have a boyfriend or girlfriend’ (z score: 1.46, +3) and ‘to be involved in appointments about my health’ (z score: 1.39, +1).
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The study found two factors to be important for empowerment. First is fulfilment. This encompasses participants having meaningful activity in their life, not just work and college but activities they enjoy. Secondly, interpersonal and social factors were important for participants to feel empowered. Participants wanted to have meaningful relationship with others and to be treated respectfully and as an individual by others. 

Meaningful activity

Meaningful activities and employment have consistently been found to be important to people with an intellectual disability (Anderson and Bigby, 2017; Beyer, Brown, Akandi and Rapley, 2010; Haigh, Lee, Shaw, et al, 2013). This has been replicated in this study where participants felt that being involved in activities, having opportunities available to them and having support were important and consequently helped with feelings of empowerment. The statement loading most highly on this factor was ‘to be able to have a job’ (z score: 2.08, +4). In recent years there has been a drive to get people with an intellectual disability into work (DoH, 2001). Participants discussed how important and valuable their jobs were to them, giving them a sense of pride and accomplishment. However only two of the ten participants were in employment, though both were keen to extend their hours if they were able to. In addition, it is important to have the right level of support to ensure that when people with an intellectual disability access work, not only so it is successful but also enjoyable and improves their quality of life (Beyer et al, 2010). 

In addition to work, participants said they found fulfilment in other areas, such as college, saying that they found courses they had taken ‘interesting’. Four participants also commented that they would like to continue attending college, but that they were not able to after the age of twenty-four. Day services were also an important part of all the participants lives. The introduction of direct payments was commented on by one participant as an empowering act as it enabled her choice over what she was spending her time doing. Before, she had not enjoyed her allocated day services, but had thought that she had no choice about where she went. Considering the importance participants placed on meaningful, enjoyable and fulfilling activities, this suggests that direct payment may be empowering people to be able to make the choices they want about how they spend their time.  

Individuality

Oliver (2009) Wolfensberger (1972) have documented and campaigned for equal treatment from others and society for people with an intellectual disability. This is echoed within the results: ‘to be treated with respect’ (z score: 1.84, +4), ‘to have more control’ (z score: 1.56, +3), ‘to be more independent’ (z score: 1.29, +2),  and ‘to be involved in appointments about my health’ (z score: 1.39, +2)  all loaded highly. Not only does this show how participants want to be treated but by being treated equally to others could help people with an intellectual disability feel empowered. The research in this area shows that service users are not experiencing the individuality that they want (Glicksman Luteberget, Midjo and Witso 2017; Haigh et al, 2017), despite government papers encouraging this to be at the forefront of services and the care they receive (DoH, 2011, 2014). It has also been found that it is important to people with an intellectual disability to feel heard (Anderson and Bigby, 2017; Gjermestand et al, 2017 and Haigh et al, 2013). Staff communication styles and behaviours, such as limiting choices service users have can leave them feeling unheard, not included in their own lives and not respected (Bash, 2015; Jingree, Finlay & Antaki, 2006). The Care Act embedded individual needs into the process that local authorities followed for people with an intellectual disability in an attempt to meet this need (DoH, 2014). There is, therefore, mounting evidence of the importance to people with an intellectual disability of being treated as an individual first and foremost and the empowering impact this can have on them. 

Incorporation in society

A statement that three participants felt was important but expressed experiencing disempowerment in was ‘to be able to vote’ (z score: 0.39, +1). They felt that this was an important right for them to have but shared that they were unable to get information in an accessible format in order to understand the different parties. This meant that they did not use their vote, as they were not informed enough. This suggested that participants were not being treated fairly by all in society. This was in agreement with Oliver (2009), whose social model of disability highlighted how there were still discrepancies and barriers in society for people with disabilities. 

Participant Understanding 

One statement could have been removed from the statement concourse; ‘to be able to use communication devices’, and an exclusion criterion for participants who were unable to communicate verbally should have been set. Particularly as all who did take part were able to communicate verbally. Whereas, ‘To be able to see an advocate when I need one’ should have been worded differently. It was taken for granted that participants would know what an advocate was, but this was not the case. Clearer wording and eliminating the word advocate would have been more accessible to the participants. 

Recommendations

Clinical practice 
The study showed two distinct areas were important to people with an intellectual disability. One of which was fulfilment, which showed meaningful activity and being involved in their life was important. Services working with people with an intellectual disability should be mindful of these findings and ensure that they are incorporated into service users experience as this could help to foster empowerment. A way of doing this would be for educational opportunities to be made available and accessible outside of a college or similar environment. The results have shown a desire for further learning and it may be that services need to provide this in innovative ways. The same could also be true for employment. Opportunities could be provided to service users to seek work (paid or voluntary) or to ascertain a role which feels like work for those who may otherwise not be able to experience a job, to encourage experiences of empowerment. 

Equally, participants wanted to be involved and included in decisions about their lives. Those working with and supporting people with an intellectual disability need to be mindful about ensuring this is the case. This may require altering ways of communicating, and ensuring all options are always discussed and understood by the service user.

The other area found to be important for feeling empowered was around interactions with other people. Those working with people with an intellectual disability should be mindful of the importance of interactions to enable feelings of empowerment. Encouraging understanding, inclusion and control in interactions will help to foster the interactions people with an intellectual disability want. 

Similarly, all services, not just those specifically for people with an intellectual disability need to be thinking about accessibility of information. Information being available in more accessible formats for people with intellectual disabilities could help to foster experiences of empowerment. Allowing people with an intellectual disability to exert their opinions or make a decision accordingly. This would help foster feelings of inclusion in society generally and provide greater opportunity to exert rights such as voting. 

Future research
As mentioned earlier, there were no interviews to accompany the Q sort, as is usual to supplement this method. This limited the understanding gained from the factors identified. Future research could focus on participants’ perception and understanding of the factors. Both Q method and qualitative research methods could be used to explore the two factors in further detail. Also, PhotoVoice method could be used, allowing participants to define what empowerment is to them, without the constraint of pre-determined statements or questions. This would allow participants much more freedom and a more insightful investigation into what empowerment truly means to people with an intellectual disability. 

Literature on service users’ perception of empowerment, from any service or provision background, was researched at the beginning of this study. However, there appeared to be no research with any service user group about their perception of empowerment, without an intervention or use of a psychometric assessment to measure empowerment. It would, therefore, be helpful for this study to be replicated with other service user populations to allow comparison of empowerment across clinical populations. It may be that those who are in services for prolonged periods have similar experiences to those with an intellectual disability, which would then suggest this is an issue in the structure in which they find themselves. It may also give insight into other areas of empowerment which could be explored with people with an intellectual disability which has not been thought about previously. 

Limitations

When completing the focus groups there was a description of the study’s aim in the information sheet and an explanation of the study was given to participants at the beginning. Participants were asked to think about empowerment in relation to their own experience. However, it was observed that participants were fixed on thinking about empowerment in relation to people with an intellectual disability in general. This seemed to limit the participants’ thinking and what they offered to the discussion. Participants were reminded that a broad perspective was wanted, but they continued to focus on empowerment in relation to those with an intellectual disability. It is recommended in future the aim of the study is shared with the focus group at the end to help collate a broad perspective on the area of investigation which is optimal for Q methodology (Watts and Stenner, 2012). 

The focus group was recorded, as outlined in the method. However, this recording was not used or transcribed. This was done as it was felt that the flipchart notes of the discussion captured the discussion and elements of empowerment from the focus group without the need for the recording to be used. However, there was no check of what was captured in the moment on the flip charts is truly representative of the discussion meaning there is potential for something to have been missed. 

When creating the Q statements, themes were selected when they appeared in more than one of the lists or salient areas within lists. This was to represent as many of the themes as possible discussed in the focus group, white paper and literature review. However, what was not identified until the Q sorts were being completed was that the majority of areas identified and included in the study were ones that participants felt were important. This skewed the piles significantly at the initial sort stage of the Q sort. This highlighted that a broader perspective on the area of empowerment would have been beneficial. This could have been done by consulting a wider spread of ages and backgrounds represented within the focus group. This would have captured a more diverse perspective on empowerment. The literature search also could have been broader, looking at empowerment in other areas, not just intellectual disabilities. 

Due to the sites that were recruited from all participants were thought to be cognitively functioning at a similar level. Although formal reports of an intellectual disability were not asked for as part of the study from meeting with the participants it was thought that they all would fall into the mild intellectual disability range. This therefore limits the cognitive ability which was represented within the sample.   

Part of the methodology in Q method is to conduct an interview at the end of the Q sort in order to gain insight and understanding into the participants views and experiences of the statements and how they have been sorted. However, an interview was not completed with participants due to wanting to be as inclusive as possible, meaning those who did not want to talk about their sort could still take part, as well as to reduce task demand and time required to complete the study. This limited the conclusions and understanding that could be drawn from the data collected. However, this adaption was thought to be essential to ensure the study was manageable for participants. 

[bookmark: _Toc518972439]Conclusion 

This study found two distinct areas that were important for people with an intellectual disability to feel empowered. Firstly, through meaningful activity and feeling included in decisions, aligned with Valuing People (DoH, 2001). Secondly, through relationships and interactions with others being fair and respectful and having similar opportunities to those without an intellectual disability. This supports Wolfensberger’s Normalisation Principle (1972) for people with an intellectual disability to be treated similarly to those without an intellectual disability. This highlighted the importance participants placed on having options, being involved, informed and treated respectfully. Further research exploring the two factors in more depth is needed to provide a fuller understanding of how this could be achieved.  Along with more research seeking the opinions of those with an intellectual disability to ensure that their voices are being heard. 
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The Journal of Applied Research in Intellectual disabilities is an international, peer reviewed journal. The journal is a forum for ideas to promote valued lifestyles for people with an intellectual disability. 

Topics that the journal covers include: challenging behaviour, quality of life, community living, medication, ageing, supported employment, family issues, communication, mental health, physical health, autism, social networking, staff training, staff stress, service provisions and economic issues. 

Manuscripts which are accepted: original articles, review of articles, brief reports, book reviews and letters to the editor. 

To submit to The Journal of Applied Research in Intellectual disabilities the follow author guidelines were given: 

Papers that involve human participants must have been independently reviewed and approval given from an ethics board and for this to be included in the paper. In the materials and methods section there must be an explicit statement identifying the review and ethics committee approval. 

The length of the article is between 25-30 pages 

The structure of the paper should be as follows: 

· Running title: up to fifty characters
· Keywords: up to six keywords
· Abstract: maximum 150 words under the headings, background, method, results, conclusions. 
· Main paper: Introduction, Method, Results, Discussion. Subheadings can be used appropriately. 
· Aims and/or research should be stated at the end of the introduction. 
· Figures and tables submitted in a separate file 

Style of manuscripts: 
· Wide margins
· Double spaced

American Psychological Association (APA) referencing is to be used according to the Publication Manual of the American Psychological Association (6th edition). 
The complete reference list is to be alphabetical by name at the end of the paper. 
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The inclusion criteria for the study was for participants to be: 

· Over the age of 18

· Have a diagnosis of an intellectual disability

· Able to give consent to take part in the study for themselves. 
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	You took part in a study where you sorted cards to show what was important to you and what was not important to you. 
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	Having a job was the most important thing to the people with learning disabilities who took part. 
 

	
	Most people said they wanted a job. But only two people who took part have a job.  
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	If having a job is something you would like to have then talk to your family, carers or staff at services or at college. You can then start to work towards finding a job. 
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[bookmark: _Toc518972458]What is empowerment? 

Empowerment can mean different things to different people and in different situations. For most people empowerment is about being able to make their own choices and doing what they want (1). 


[bookmark: _Toc510786349][bookmark: _Toc512079579][bookmark: _Toc518972459]What is the study about?

This study looked at what areas of empowerment were important to people with a learning disability. 

This research focused on empowerment as being something that is experienced. It looked at what areas of empowerment were important to people with a learning disability such as having a job, being respected and being involved in decisions. 


[bookmark: _Toc510786351][bookmark: _Toc512079580][bookmark: _Toc518972460]What is a learning disability?

A learning disability is: 

· When someone has a difficulty understanding information. 

· When someone may need help and support with some everyday tasks. 

· When someone’s difficulties started before the age of 18. 



[bookmark: _Toc510786352][bookmark: _Toc512079581][bookmark: _Toc518972461]What does the government say about empowerment in learning disabilities?

40 years ago, most people with a learning disability lived in big institutions. They had limited choices over their lives and what they did each day. But the government then decided that people with a learning disability should live in the community in their own flat or in a house with a few other people as this would give them a better life (2). 

This led to a change in services for people with a learning disability, so that those who were able to could: 

· Live as independently as possible. 

· Be encouraged to have a job, whether paid or voluntary.

· Be involved in the care they receive. 

· Be able to say no to care if it is not what they want. 

· Have as much independence as possible.

· Have more control over their money (3). 

Another aim was for people with a learning disability to get care that is about what they need as an individual, rather than services giving everyone the same support (4). 

Wolf Wolfensberger was a Clinical Psychologist who worked with people with a learning disability. He strongly believed that people with a learning disability should have the same choices in life as people without a learning disability (5). 

Mike Oliver, a disabled person himself, believed that people with any sort of disability are limited in how they can function in society due to the barriers society has in place (6). 


[bookmark: _Toc510786353][bookmark: _Toc512079582][bookmark: _Toc518972462]What do other people say about empowerment in learning disabilities? 

Researchers, who are people who explore different things, like the experiences of people with a learning disability, have looked at staff interactions with people with a learning disability. It has been found that staff do not always offer people with a learning disability a choice.  They can sometimes tell people what to do rather than letting them make up their own minds. This means that some people with a learning disability do not have full control over their lives (7-12).

It was also found that when staff had some training to help them think about how to communicate with people with a learning disability they got more choice during activities (13-15). 


[bookmark: _Toc510786354][bookmark: _Toc512079583][bookmark: _Toc518972463]What do people with learning disabilities say about empowerment? 

There has been no research that looked at what people with a learning disability think about empowerment. 

A group of people who have a learning disability were asked which areas of empowerment were important to them. They shared that the basic opportunities that many people without a learning disability have, such as having a job, living in a friendly community and being valued, were important to them. This became the focus of empowerment for this research. 


[bookmark: _Toc510786355][bookmark: _Toc512079584][bookmark: _Toc518972464]What was the aim? 

The aim was to understand which areas of empowerment were important to people with a learning disability. 

[bookmark: _Toc510786356]
[bookmark: _Toc512079585][bookmark: _Toc518972465]How was empowerment looked at? 

Different areas of empowerment were placed on a card. 

Government papers, research looking at the care people with a learning disability got and people’s opinions on empowerment were used to find the most important areas of empowerment. This made 37 cards.

The cards said things like: 
“to use public transport” 
“to have a boyfriend or girlfriend”
“to be able to say when I do not understand”

People who did the study were asked to sort the 37 cards into three piles: ‘Very important to me’, ‘not bothered about’ and ‘not important to me’. 

Then the people who took part were asked to place the cards on a grid. First, they were asked to place all the ‘very important to me’ cards on the grid, in order of importance to the person. Next, the ‘not bothered about’ cards were placed on the grid and finally the ‘not important to me’ cards. 

Some of the people who took part explained how the areas on the cards affected their life. Others chose not to talk and just sorted the cards. 

A computer program was used to look at how all the grids had been completed and how similar and different they were. 

This then showed what areas were important to the people who took part.  


[bookmark: _Toc510786357][bookmark: _Toc512079586][bookmark: _Toc518972466]Who was involved? 

10 people took part in the study. 

Everyone who took part had a learning disability. 

Different services were used to recruit the people who took part including an NHS Trust, a day service, an advocacy service and a college. 

4 females and 6 males took part in the study they were aged between 20 and 48. 


[bookmark: _Toc510786358][bookmark: _Toc512079587][bookmark: _Toc518972467]What was found?

The results showed that there were two areas of empowerment that were important to the people with a learning disability involved in this study. 

The first was fulfilment. The second was interpersonal and social factors 


[bookmark: _Toc510786359]Fulfilment 

The theme fulfilment can be summarised as doing enjoyable activities that give a sense of achievement and being involved in decisions. 

The people who took part felt that having a job was the most important element of this area.

Only two of the ten people who took part had a job. Both found their job enjoyable and got a sense of achievement from it. 

Some of the people also talked about the enjoyment they got from doing college courses. And said they wanted to go to college more, but they were not able to because they were over 24.

One commented on how direct payments allowed her to do more with her time. She found since direct payments she could choose what to do with her time, as she is able to pay services directly. She now gets much more enjoyment out of her day.

Being involved in decisions was also important for the people who took part. They wanted time to think about decisions, for decisions to be explained to them and to have support when needed. 


[bookmark: _Toc510786360]Interpersonal and social factors

The theme interpersonal and social factors included being involved in decisions, included in conversations and being a member of society. 

Social relationships were shown to be important to the people who took part. They wanted to have socially meaningful roles in their lives such as to have a partner and live in a friendly community. 

Those who took part also wanted to be treated as individuals, to be independent and be involved in health care appointments. This suggested that the people who took part wanted to be treated like anyone else, to have choice, control and be involved in decisions.

The people who took part felt that being able to vote was important but shared they did not have access to the information they needed to be able to use their vote. 


[bookmark: _Toc510786361][bookmark: _Toc512079588][bookmark: _Toc518972468]What does this mean? 

This is a good starting point to understand which areas of empowerment are important to people with a learning disability. Research like this has not been done before so this gave more understanding on what people with a learning disability might want in their lives to feel empowered. 

The findings from this research cannot be applied to all people with a learning disability as only ten people took part in this study. A bigger study would be needed to understand empowerment from the view of people with a learning disability. 
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Suggestions for services for people with a learning disability were made. They included making sure that there are opportunities for taking part in meaningful activities. As well as chances for people to learn new things and help for people with a learning disability to get into work, or a role which feels like work to be made available. 

Services should also think about how they talk to people with a learning disability. Making sure the person is given choices, can say no and that they are able to understand what they are being told. 

Also suggested was that information should be made more accessible to people with a learning disability. Especially, to help them be able to understand information in local and national elections and use their vote. 

Below, some suggestions have been made for future research, building upon the results from this study.  

Other people doing research should investigate the themes of fulfilment and interpersonal and social factors in more detail to understand more about what each area is about and how this contributes to empowerment. 

It would also be helpful for this research to be done again with people who also use services who do not have a learning disability. To see if there are more areas of empowerment that this research did not consider. 

Different methods of research could be used. There is a method called PhotoVoice which would allow people to show what empowerment means to them through photographs they have taken themselves. This would give a different perspective on empowerment as the people taking part would be free to take photos of anything that empowered them. 


[bookmark: _Toc512079590][bookmark: _Toc518972470]Conclusion

The research has shown that doing meaningful activities, being treated as an individual and being involved in society is important to empower people with a learning disability. People with a learning disability have not been asked their opinion on what empowers them before. More research to explore empowerment from people with a learning disability perspective is needed. 
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Please forward a copy of the letter you receive from the LREC to Deb Edwards at 

Blackheath Lane as soon as possible after you have received approval.  

 

Once you have received LREC approval you can commence your study.  You should be 

sure to do so in consultation with your supervisor. 

 

You should note that any divergence from the approved procedures and research method 

will invalidate any insurance and liability cover from the University.  You should, therefore, 

notify the Panel of any significant divergence from this approved proposal. 

 

When your study is complete, please send the Faculty Ethics Committee an end of study 

report. A template can be found on the ethics BlackBoard site. 

 

Comments for your consideration: 

 

 

 

 

 

 

Signed: Dr Peter Kevern 

Chair of the Faculty of Health Sciences Ethics Panel 

Date:  20.2.17 

 

Faculty of Health Sciences  
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NHS

Health Research Authority

Miss Bethan Horsley

13 Barnfield Way Email: hra.approval@nhs.net
Stafford

ST17 4NB

02 May 2017

Dear Bethan

Letter of HRA Approval

Study title: The meaning of empowerment in intellectual disabilities:
service users’ perspectives.

IRAS project ID: 218134

REC reference: 17/NE/0081

Sponsor Staffordshire University

I am pleased to confirm that HRA Approval has been given for the above referenced study, on the
basis described in the application form, protocol, supporting documentation and any clarifications
noted in this letter.

Participation of NHS Organisations in England
The sponsor should now provide a copy of this letter to all participating NHS organisations in England.

Appendix B provides important information for sponsors and participating NHS organisations in
England for arranging and confirming capacity and capability. Please read Appendix B carefully, in
particular the following sections:

e Participating NHS organisations in England — this clarifies the types of participating
organisations in the study and whether or not all organisations will be undertaking the same
activities

e Confirmation of capacity and capability - this confirms whether or not each type of participating
NHS organisation in England is expected to give formal confirmation of capacity and capability.
Where formal confirmation is not expected, the section also provides details on the time limit
given to participating organisations to opt out of the study, or request additional time, before
their participation is assumed.

o Allocation of responsibilities and rights are agreed and documented (4.1 of HRA assessment
criteria) - this provides detail on the form of agreement to be used in the study to confirm
capacity and capability, where applicable.

Further information on funding, HR processes, and compliance with HRA criteria and standards is also
provided.

It is critical that you involve both the research management function (e.g. R&D office) supporting each
organisation and the local research team (where there is one) in setting up your study. Contact details
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Miss Bethan Horsley 

13 Barnfield Way 

Stafford 

ST17 4NB 

 

Email: hra.approval@nhs.net 

 

02 May 2017 

 

Dear Bethan    

 

 

Study title:  The meaning of empowerment in intellectual disabilities: 

service users

’

 perspectives.  

IRAS project ID:  218134  

REC reference:  17/NE/0081   

Sponsor  Staffordshire University 

 

I am pleased to confirm that 

HRA Approval

 has been given for the above referenced study, on the 

basis described in the application form, protocol, supporting documentation and any clarifications 

noted in this letter.  

 

Participation of NHS Organisations in England  

The sponsor should now provide a copy of this letter to all participating NHS organisations in England.

 

 

 

Appendix B

 provides important information for sponsors and participating NHS organisations in 

England for arranging and confirming capacity and capability. 

Please read Appendix B carefully

, in 

particular the following sections: 

 

Participating NHS organisations in England

 – this clarifies the types of participating 

organisations in the study and whether or not all organisations will be undertaking the same 

activities 

 

Confirmation of capacity and capability

 - this confirms whether or not each type of participating 

NHS organisation in England is expected to give formal confirmation of capacity and capability. 

Where formal confirmation is not expected, the section also provides details on the time limit 

given to participating organisations to opt out of the study, or request additional time, before 

their participation is assumed. 

 

Allocation of responsibilities and rights are agreed and documented (4.1 of HRA assessment 

criteria) -

 this provides detail on the form of agreement to be used in the study to confirm 

capacity and capability, where applicable. 

Further information on funding, HR processes, and compliance with HRA criteria and standards is also 

provided. 

 

It is critical that you involve both the research management function (e.g. R&D office) supporting each 

organisation and the local research team (where there is one) in setting up your study. Contact details 

Letter of HRA Approval 
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Health Research Authority
South Staffordshire and Shropshire Healthcare INHS|

NHS Foundation Trust

A Keele University Teaching Trust

From: South Staffordshire and Shropshire Healthcare NHS Foundation Trust
To: Bethan Horsley, h0271901@student.staffs.ac.uk
Co: Rachel Lucas, Rachel lucas@sssft.nhs.uk

Subject: Confirnation of Capacty and Capabilty at South Staffordshire and Shropshire
Healthcare NHS Foundaton Trust

Attachment: Agreed statement of actiies.

Date: 25 May 2017

Dear Beth
RE: IRAS No 218134

Confirmation of Capacity and Capabiliy at South Staffordshire and Shropshire
Healthcare NHS Foundation Trust

Full Study Title: The meaning of empowerment In Intellectual disabilities: service
users’ perspectives

This email confims that South Staffordshire and Shropshire Healthcare NHS
Foundation Trust has the capacity and capabilly to deliver the above referenced study.
Please find attached our agreed Statement of Activtles as confirmaion

We agree to start this study on 26 May 2017, f you wish to discuss further, lease do rot
hesiate to contact me.

Kind rogards
NV&IL‘B%\VCA
Ruth Lambley Burke,

Hat of Research and Invation

Block 7, St George's Hospital, Corporation Street, Staflord ST16 3AG.
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NHS

D South Staffordshire and

STAPFORDSHIRE Shropshire Healthcare
NHS Foundation Trust

The meaning of empowerment in intellectual disabilities

| am a Trainee Clinical Psychologist at Staffordshire University. | would like to invite you to take part in
a focus group as part of my doctoral research.

What will | have to do?

A focus group is a group of people asked to meet and discuss a topic. | will ask you about your
understanding and opinions on empowerment. Empowerment covers a very broad area, I'm
interested in the choices and control you feel you have over your life as a service user. You can
contribute as much or as little as you want. All opinions and views on empowerment are welcome. |
would like a variety of opinions in the room to be shared. | am interested in service user’s perspective
on empowerment.

What will happen to my contributions?

The focus group is the first part of my research and is helping me to develop materials for the second
part. The focus group will be recorded; only | will have access to the recording. The recording will be
used after the focus group to help me gather themes and comments from the conversation. The
recording will be kept on a NHS laptop only used by me. The recording will be deleted once the
second part of the study has started.

The second part of my research is to ask people with a diagnosis of an intellectual disability to share
what areas of empowerment are important to them. This will be done using a Q sort approach. In the
Q sort participants are given cards with pictures and words on that display areas of empowerment.
These will be based on the comments from the focus group as well as government papers and the
literature which | will have gone through. Participants will place the cards on a grid to show how
important each area is to the participant, this is done individually with each participant. The aim of
the research is to gain some understanding of what empowerment means to people with an
intellectual disability.

Who will be in the focus group?
The focus group will consist of 10 people from Staffordshire University and South Staffordshire and
Shropshire NHS Foundation Trust service user and carers representative groups.

How long will the focus group last?
The focus group will last about an hour.
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The meaning of empowerment in intellectual disabilities 

 

I am a Trainee Clinical Psychologist at Staffordshire University. I would like to invite you to take part in 

a focus group as part of my doctoral research.  

 

What will I have to do?  

A focus group is a group of people asked to meet and discuss a topic. I will ask you about your 

understanding and opinions on empowerment. Empowerment covers a very broad area, I’m 

interested in the choices and control you feel you have over your life as a service user. You can 

contribute as much or as little as you want. All opinions and views on empowerment are welcome. I 

would like a variety of opinions in the room to be shared. I am interested in service user’s perspective 

on empowerment.  

 

What will happen to my contributions? 

The focus group is the first part of my research and is helping me to develop materials for the second 

part. The focus group will be recorded; only I will have access to the recording. The recording will be 

used after the focus group to help me gather themes and comments from the conversation. The 

recording will be kept on a NHS laptop only used by me. The recording will be deleted once the 

second part of the study has started.   

 

The second part of my research is to ask people with a diagnosis of an intellectual disability to share 

what areas of empowerment are important to them. This will be done using a Q sort approach. In the 

Q sort participants are given cards with pictures and words on that display areas of empowerment. 

These will be based on the comments from the focus group as well as government papers and the 

literature which I will have gone through. Participants will place the cards on a grid to show how 

important each area is to the participant, this is done individually with each participant. The aim of 

the research is to gain some understanding of what empowerment means to people with an 

intellectual disability.  

 

Who will be in the focus group?  

The focus group will consist of 10 people from Staffordshire University and South Staffordshire and 

Shropshire NHS Foundation Trust service user and carers representative groups.  

 

How long will the focus group last?  

The focus group will last about an hour.  
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Do | have to take part?

Participation in the focus group is completely voluntary. You have the right to not attend the focus
group if you don’t want to and you have the right to withdraw at any point during the focus group.
Once the focus group is complete you will not be able to withdraw your contribution.

Will it be anonymous?

Yes, your name and details will not be used anywhere in final write up of the research. However, the
focus group will be recorded, though this is to aid the researcher in drawing out the themes after the
focus group to develop the material. | ask that those who attend the focus group consider others right
to anonymity after the focus group has finished, as they may wish not to share their views more
publically.

What will happen now?

If you are interested in being part of the focus group then please contact me on the details below by
<insert date>, if | get more responses then space in the focus group | will allocate the places randomly
using a random generator calculator. The focus group is scheduled for <insert date, time and place>.
Unfortunately, | am unable to provide travel expenses for the focus group but refreshments will be
available.

Researcher:
Bethan Horsley, Trainee Clinical Psychologist
H027190F @student.staffs.ac.uk

Research Supervisor:

Dr Helen Combes, Principal Clinical Lecturer
Staffordshire University.
H.A.Combes@staffs.ac.uk

01782 295803
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Do I have to take part?  

Participation in the focus group is completely voluntary. You have the right to not attend the focus 

group if you don’t want to and you have the right to withdraw at any point during the focus group. 

Once the focus group is complete you will not be able to withdraw your contribution.  

 

Will it be anonymous?  

Yes, your name and details will not be used anywhere in final write up of the research. However, the 

focus group will be recorded, though this is to aid the researcher in drawing out the themes after the 

focus group to develop the material. I ask that those who attend the focus group consider others right 

to anonymity after the focus group has finished, as they may wish not to share their views more 

publically.  

 

What will happen now? 

If you are interested in being part of the focus group then please contact me on the details below by 

<insert date>, if I get more responses then space in the focus group I will allocate the places randomly 

using a random generator calculator. The focus group is scheduled for <insert date, time and place>. 

Unfortunately, I am unable to provide travel expenses for the focus group but refreshments will be 

available.  

 

Researcher:  

Bethan Horsley, Trainee Clinical Psychologist  

H027190F@student.staffs.ac.uk 

 

Research Supervisor:  

Dr Helen Combes, Principal Clinical Lecturer 

Staffordshire University.   

H.A.Combes@staffs.ac.uk  

01782 295803 
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o NHS

STAFFORDSHIRE South Staffordshire and

UNIVERSITY Shropshire Healthcare
NHS Foundation Trust

The meaning of empowerment in intellectual disabilities

Name:
Please initial boxes

| have read and understood the information sheet

| have had the opportunity to ask questions and these have been answer
to a satisfactory level

| understand that my participation in the focus group is voluntary and that |
can withdraw at any time during the focus group and without reason

| understand that once the focus group is finished | will not be able to
withdraw my contribution

| understand that my contribution in the focus group will be used to inform
options given to participants in the next part of the study

| understand that what | say in the focus group will be kept anonymous

| give permission to audio-record what | say in the focus group

| agree to take part in the focus group stage of the study

Signature:

Print name:

Date:

Please tick the box if you could like a copy of the final research results D
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The meaning of empowerment in intellectual disabilities 

 

Name:  

 

 

 

 

  

 

 

 

 

 

 

 Please tick the box if you could like a copy of the final research results   

Please initial boxes   

 

I have read and understood the information sheet 

 

     

     

     

I have had the opportunity to ask questions and these have been answer 

to a satisfactory level 

     

     

     

I understand that my participation in the focus group is voluntary and that I 

can withdraw at any time during the focus group and without reason 

     

     

     

I understand that once the focus group is finished I will not be able to 

withdraw my contribution 

     

     

     

 I understand that my contribution in the focus group will be used to inform 

options given to participants in the next part of the study  

   

     

     

 

I understand that what I say in the focus group will be kept anonymous 

     

     

     

 

I give permission to audio-record what I say in the focus group 

     

     

     

 

I agree to take part in the focus group stage of the study 

     

     

     

Signature:   

 

 

Print name:  

 

 

 

Date: 
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Researcher signature:

Researcher name:

Date:
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Researcher signature:   

 

Researcher name: 

 

Date: 
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What does empowerment mean to you?
Being seen as a person not an illness/label

Means to express self
e Other than words
e Means of communication
e Pictures
e Recording
e Most effective
e Professional-service user — carer
e Service user — professional — carer

To be able to say no
How professionals communicate
Included in decision

Forward planning
e Advance directive

What my communication says about me
e All types of communication

Disempowering:
conflict between ideal —v- practical.
e Resources influence

e Circumstances influence
Low self esteem

Make own decision and choices

Expressing when confidence lacking

Being who they want to be/are

Listened to and something change as a result

IMPACT

Advocacy: close family member/someone who know them well

Professions









What does empowerment mean to you?  

 

Being seen as a person not an illness/label  

 

Means to express self  

•

  Other than words 

•

  Means of communication 

•

  Pictures 

•

  Recording 

•

  Most effective 

•

  Professional-service user – carer 

•

  Service user – professional – carer 

 

To be able to say no 

 

How professionals communicate 

 

Included in decision 

 

Forward planning  

•

  Advance directive  

 

What my communication says about me  

•

  All types of communication 

 

Disempowering:  

conflict between ideal –v- practical.  

•

  Resources influence 

•

  Circumstances influence  

Low self esteem  

 

 

Make own decision and choices 

 

 

Expressing when confidence lacking  

 

 

Being who they want to be/are  

 

Listened to and something change as a result  

 

IMPACT 

 

Advocacy: close family member/someone who know them well  

 

Professions  
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Person centred

Carer support

Their individual needs

Housing — into community

Fulfilling Lives.

Employment.

People with learning disabilities often feel
excluded and

Unheard. They want to be fully part of
our society, not

Marginalised or forgotten. They told us
advocacy and direct

Payments were key to helping them gain
greater independence

Control

Services must provide them with safe,
good

Quality care that delivers value for
money.

Choice and Control.

Housing can be the key to achieving social
inclusion, but the

Number supported to live independently
in the community, remains small.

Day services frequently fail to provide
sufficiently flexible and individual
support.

Social Isolation remains a problem for too
many people with learning disabilities.
Employment

Decent education,

To grow up to vote,

To marry

Have a family,

To express their opinions - help and
support to do so where necessary. The
Government is committed to providing
comprehensive guidance for electoral
administrators on helping disabled
people, from registering to vote until
polling day itself.

All public services will treat people with
learning disabilities as individuals with
respect for their dignity, and challenge
discrimination on all grounds including
disability.

Independence

Choice

Inclusion

Respite too short

People with learning disabilities have little
involvement in decision making

Few people with learning disabilities
receive direct payments

People with learning disabilities and their
families are not central to the planning
process

Not enough effort to communicate with
people with learning disabilities in
accessible ways.

Consent to treatment

Housing

Having support when needed

Day services

Develop interests

Employability;

Friends

Relationships

Hobbies

Being a parent

Job that pays me

Job without pay

Benefits

Being able to say when things go wrong
Being able to say when don’t understand
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•
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inclusion, but the 
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Number supported to live independently 

in the community, remains small.  

•

 

Day services frequently fail to provide 

sufficiently flexible and individual 

support.  

•

 

Social Isolation remains a problem for too 

many people with learning disabilities.  

•

 

Employment 
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•

 

To grow up to vote,  

•

 

To marry  

•

 

Have a family,  

•

 

To express their opinions - help and 

support to do so where necessary. The 

Government is committed to providing 

comprehensive guidance for electoral 

administrators on helping disabled 

people, from registering to vote until 

polling day itself. 
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All public services will treat people with 
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receive direct payments 
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Having support when needed 

•
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•
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Being a parent  
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Job that pays me 
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Job without pay 
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Benefits 
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Being able to say when things go wrong  

•

 

Being able to say when don’t understand  
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To be listened to and for
people to care about what
| say

To make plans for
myself with help to do

To have a stable, safe
and comfortable home

To live in a friendly
community

To be able to use public
transport

To be valued










 

 

 

 

To be listened to and for 

people to care about what 

I say 

 

 

 

 

 

 

To make plans for    
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To be valued 
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What you need to NHS

N . South Staffordshire and

SHaTTorDHRe know first. Shropshire Healthcare
About Beth

| am Beth, | am studying at
Staffordshire University.

Part of my course is a research study.

N\ ) )
g seE | am inferested in empowerment and

U would like to work with you to find out
what empowerment means to you.

About the Study

A study is a way of getting new
information on a topic.

This can be done in different ways.

I've chosen to find out people’s views
on empowerment.

Empowerment is about being able to
make your own choices and do what
you want to do.
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About Beth  

 

I am Beth, I am studying at 

Staffordshire University.  

 

Part of my course is a research study.  

 

I am interested in empowerment and 

would like to work with you to find out 

what empowerment means to you.  

  

About the Study 

 

A study is a way of getting new 

information on a topic.  

 

This can be done in different ways.  

 

I’ve chosen to find out people’s views 

on empowerment.  

  

Empowerment is about being able to 

make your own choices and do what 

you want to do.  

What you need to 

know first.  
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| would like to know if you are able to
do things you want in your life like:

choosing where you live

having a job

taking care of your own money

Your views will help people to
understand what is important to
people with a learning disability.

A learning disabillity is...

When you have a difficulty
understanding information.

When you may need help and
support with some everyday tasks.

These difficulties will have started
before the age of 18.

Your opinions and views will be
shared in my university work and in a
journal article.
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I would like to know if you are able to 

do things you want in your life like: 

 

 

choosing where you live 

 

having a job 

 

taking care of your own money  

  

Your views will help people to 

understand what is important to 

people with a learning disability.  

 

A learning disability is… 

When you have a difficulty 

understanding information. 

When you may need help and 

support with some everyday tasks. 

These difficulties will have started 

before the age of 18. 

 

Your opinions and views will be 

shared in my university work and in a 

journal article. 
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No one will know these are your views
and opinions because your name will
not be used.

You do not have to meet with me or
take part in the study if you do not
want to.

What next, if you agree?

We will have one meeting at <name
of organisation> to find out what is
important to you in your life.

If you want to you can bring a friend
or family member.
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No one will know these are your views 

and opinions because your name will 

not be used. 

  

You do not have to meet with me or 

take part in the study if you do not 

want to.  

  

What next, if you agree? 

 

 

We will have one meeting at <name 

of organisation> to find out what is 

important to you in your life.  

  

 

If you want to you can bring a friend 

or family member.
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} 8 @
é.il“ i’% ,t,,\m We will work with pictures to show
_:; what is important to you in your life.

You can ask questions at any time
during our meeting.

You can stop the study any time.

| might want to contact you again
after the study, you can say no if you
don't want me to.
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We will work with pictures to show 

what is important to you in your life.   

 

 

You can ask questions at any time 

during our meeting.  

   You can stop the study any time.  

 

I might want to contact you again 

after the study, you can say no if you 

don’t want me to.  
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Taking part in the study will not
change the care you get from the
Community Learning Disability Team

Thank you for thinking about being
involved in my study.

Contact details:
Bethan Horsley

h027190f@student.staffs.ac.uk

Supervisor:
Dr Helen Combes

H.A.Combes@staffs.ac.uk
01782 295803

Clear information made together with Reqc;ﬁ}
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Thank you for thinking about being 

involved in my study.  

  

Contact details:  

Bethan Horsley 

h027190f@student.staffs.ac.uk  

Supervisor:  

Dr Helen Combes 

H.A.Combes@staffs.ac.uk 

01782 295803 

Clear information made together with 

 

Taking part in the study will not 

change the care you get from the 

Community Learning Disability Team  
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How will we work
together.

Intellectual disabilities Q Sort

NHS

South Staffordshire and

Shropshire Healthcare
NHS Foundation Trust

What will happen?

We will need one meeting to do the
study.

There will be breaks and you can say
when you want a break.

There are two parts to the study.

In the first part | will ask you to put
some pictures into three piles to show
how important they are to you.

The pictures will be different things

In the second part | will ask you to sort
the pictures on a grid to show which
pictures are more important than
others.
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What will happen?  

 

We will need one meeting to do the 

study.  

 

There will be breaks and you can say 

when you want a break.   

 

There are two parts to the study.  

 

In the first part I will ask you to put 

some pictures into three piles to show 

how important they are to you.  

 

The pictures will be different things 

 

In the second part I will ask you to sort 

the pictures on a grid to show which 

pictures are more important than 

others.  

How will we work     

together

.  
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How long will it take?

It should take an hour and a half for
us fo work together.

We may finish early.

| willmake sure you have the time
you need for us to work together.

Where will my information go?

Only | will know how you have put
your pictures. After the study | will
remove your name from the
information and use a number
instead to keep your information
private and confidential.

Though other people will see the
information you have given me in our
work together.

The information from your consent
and agreement form will be stored
securely and locked on a laptop that
only | has the password for.










 

 

V1.4    01.04.2017        IRAS ID 218134        Intellectual disabilities Q Sort 

  

How long will it take?  

 

It should take an hour and a half for 

us to work together.  

  

We may finish early.  

 

I will make sure you have the time 

you need for us to work together.   

 

Where will my information go?  

 

Only I will know how you have put 

your pictures.  After the study I will 

remove your name from the 

information and use a number 

instead to keep your information 

private and confidential.  

 

Though other people will see the 

information you have given me in our 

work together. 

 

 

The information from your consent 

and agreement form will be stored 

securely and locked on a laptop that 

only I has the password for.  
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Your information, except your name,
will be used in my university work and
in a journal article.

Your rights.

You can change your mind at any
time and say you don't want to take
part in the study anymore, just let me
know.

Taking part in the study will not affect
the care you get.

No one will know these are your views
and opinions because your name will
not be used.
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Your information, except your name, 

will be used in my university work and 

in a journal article.  

  

Your rights.  

 

You can change your mind at any 

time and say you don’t want to take 

part in the study anymore, just let me 

know.  

 

Taking part in the study will not affect 

the care you get.  

  

No one will know these are your views 

and opinions because your name will 

not be used. 
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If you say something that makes me
worried about your safety or health |
will inform <organisation they've
come from> so it can be checked
out.

If you become upset during our work
together | will help you with this,

If you tell me there is something you
would like to know more about | will
ask the community learning disability
team to get more information for you.

Contact details:
Bethan Horsley
h027190f@student.staffs.ac.uk

Supervisor:
Dr Helen Combes

H.A.Combes@staffs.ac.uk
01782 295803
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If you say something that makes me 

worried about your safety or health I 

will inform <organisation they’ve 

come from> so it can be checked 

out. 

 

If you become upset during  our work 

together I will help you with this,  

  

If you tell me there is something you 

would like to know more about I will 

ask the community learning disability 

team to get more information for you.  

  

Contact details:  

Bethan Horsley 

h027190f@student.staffs.ac.uk  

 

Supervisor:  

Dr Helen Combes 

H.A.Combes@staffs.ac.uk 

01782 295803 

Clear information made together with 
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Consent and agreement form 

  

All this information about you will be 

kept confidential and private. 

   Name 

   Signed 

  Date 

 

 

Organisation 
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Age 

  Male or Female 

  Faith 

 

Beth sign:  

 

 

Date: 
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Tick if you agree with the below
comment.

| understand the information sheets |
have been given.

8 CEe | agree to take part in the study, to
i c&\ [ sort pictures to show how important
r & these are fo me.

| agree to my information except my
name being used in Beth's university
work and a journal article.

| understand | have the right to leave
the study at anytime

| agree for Beth to contact me one
more fime for me to say what is
important to me using images if she
needs fo.

| would like a copy of the results

with

[]

T
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3 fSymb

ols® Clear information made together with Reqciﬁj}










 

 

V1.3     01.04.2017  IRAS ID 218134  Intellectual disabilities Q sort



 

Tick if you agree with the below 

comment. 

 

 

 

I understand the information sheets I 

have been given. 

  

 

I agree to take part in the study, to 

sort pictures to show how important 

these are to me.  

 

  

 

I agree to my information except my 

name being used in Beth’s university 

work and a journal article.  

  

I understand I have the right to leave 

the study at anytime  

 

I agree for Beth to contact me one 

more time for me to say what is 

important to me using images if she 

needs to.   

 

I would like a copy of the results 

 

 

 

 

 

Clear information made together with 
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Not bothered about 

-4 -3 -2 -1 0 1 2 3 4

To be able to see 

an advocate when 

I need one

To be supported 

when trying new 

activities 

To be able to talk 

to the police 

To be involved in 

appointments 

about my health 

To have access to 

training to learn 

new skills 

To do activities I 

enjoy

To be listened to 

and for people to 

care about what I 

say 

To be treated 

with respect 

To be 

independent 

To make plans for 

myself with help 

to do this where I 

need it 

To be able to use 

public transport 

To be involved in 

decisions about 

me 

To have access to 

education 

To choose what I 

do each day 

To have a choice 

about where I live 

To have children 

To have more 

control over my 

life 

To have help with 

cooking meals 

To be able to say 

when I do not like 

the care I receive

To be able to try 

new activities 

To be able to have 

a job

To have the 

support I need 

from other people 

To be valued 

To have a 

boyfriend or 

girlfriend 

To be able to use 

communication 

devices 

To live in a 

friendly 

community 

To have a stable, 

safe and 

comfortable 

home 

To have ways of 

coping with things 

that I find difficult 

To be able to 

express myself 

how I want to 

To get married  To have a choice 

about who I live 

with 

To have time to 

think and make 

decisions 

To have 

friendships 

To have help to 

learn household 

jobs 

To be able to say 

when I do not 

understand

For decisions to 

be explained to 

me so I 

understand 

To be able to vote 

Very important to me  Not important to me 
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From: Steven Brown <sbrown@KENT.EDU>

Subject: Re: researcher completing the Q sort

Date: 31 March 2018 at 20:25:26 BST

To: <Q-METHOD@LISTSERV.KENT.EDU>

Reply-To: Q Methodology Network <Q-METHOD@LISTSERV.KENT.EDU>

There may or may not be a specific reference in which it
is recommended that the investigator’s Q sort be
included among all others, but the practice goes back
decades and is routinely encouraged by many
dissertation advisors, colleagues, and others as a part of
the socialization process. In general, it’s a good
practice. In some instances, the nature of the problem
dictates the inclusion of the investigator’s point of view,
as in the case of Martre (Stephenson, in press), which
was apparently written around 1953. Martre was a
distressed college student who was temporarily under
Stephenson’s care during a time in which psychoanalysis
was a prevailing theory (and especially influential in
Chicago), and so Stephenson included his own view of
himself as a Q sort so as to be able to distinguish it from
Martre’s view of Stephenson, which would be expected
to deviate in predictable directions (e.g., toward
idealization) in the event of an active transference.

But the more general question concerns why the

investigator’s Q sort should be included. | vaguely recall
discussions about this in graduate school, but can’t recall
whether they were stimulated by something Stephenson
said in seminar—there is certainly nothing about it in his
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book (Stephenson, 1953)—and it was an issue to which |
returned shortly after graduation (Brown & Taylor,
1973). Stephenson was knowledgeable about Einstein’s
special theory, which upended much of Newtonian
theory by “seizing on the act of the observer as the
essence of the situation” (Bridgman, 1927, p. 8). Hence,
features of reality (e.g., whether or not two events could
be considered to have occurred simultaneously) were
shown to be unanswerable in the abstract and
dependent on the location of the observer; i.e., on the
frame of reference within which measurement
occurred. The “measurement problem” has become
even more problematic in quantum theory where “it’s
impossible to draw a sharp distinction between the
behavior of the things you want to measure and their
interaction with the devices you use to measure

them” (Becker, 2018, p. 58). These thorny issues cannot
all be resolved, but certainly including the investigator’s
Q sort in the mix helps stabilize the interpretive phase
by making relatively explicit where the investigator
stands relative to the field of observation.

(It bears mentioning, incidentally, that in a science of
subjectivity, the “observer” is not the investigator, but
the Q sorter, who alone is in a position to observe “my
point of view.” This is the essence of Stephenson’s
(1972, p. 17) axiom that “objective measurements and
observations can, in principle, be made by everyone (or
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by a piece of apparatus), whereas measurements and
observations of a person’s subjectivity can be made only
by himself.”)

There are also various practical reasons for incorporating
the investigator’s Q sort along with all others. Knowing
where one’s own position is among the factors can alert
the investigator to possible bias—e.g., of being too kind
and uncritical in the interpretation of factor A (one’s
own view) or overly harsh in the case of factor B. It can
also provide reassurance, as in the Primer (Brown,
1993), where the location of Brown and Stephenson on
the same factor gave some guarantee that the narrative
being advanced would have coherence. Being explicitly
aware of one’s own position on factor A can also be
useful in explaining (to oneself at least) why it is that
factor C seems so incomprehensible: not only was C
unexpected, it’s also not my factor, which explains the
puzzlement. Finally, in some situations, being able to
specify one’s own position vis-a-vis others can serve as
evidence that the investigator (perhaps in the role of
arbitrator or guide) is not biased in favor of either of the
contending parties (Ascher & Brown, 1987), as might be
pertinent in cases of litigation or family therapy.

However, all’s not lost if the investigator’s Q sort is not
included. Stephenson did not include his own view on
many occasions, and | have often omitted mine.
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Incorporating one’s standpoint should be tucked away
as a possibility that can be easily justified when the need
arises.

References

Ascher, W., & Brown, S.R. (1987). Technologies of
mediation: An assessment of methods for the mediation
of international conflicts. In H. Chestnut (Ed.),
Contributions of technology to international conflict
resolution (Proceedings, International Federation of
Automatic Control) (pp. 95-103). Oxford, England:
Pergamon Press.

Becker, A. (2018). What is real? The unfinished quest for
the meaning of quantum physics. New York: Basic
Books.

Bridgman, P.W. (1927). The logic of modern physics.
New York: Macmillan.

Brown, S.R. (1993). A primer on Q methodology.
Operant Subjectivity, 16, 91-138.

Brown, S.R., & Taylor, R.W. (1973). Frames of reference
and the observation of behavior. Social Science
Quarterly 54, 29-40.

Stephenson, W. (1953). The study of behavior. Chicago:
University of Chicago Press.

Stephenson, W. (1972). Applications of communication
theory: |. The substructure of science. Psychological
Record, 22, 17-36.

Stephenson, W. (in press). Fragment from case Martre.










image40.(null)
*

R. Brown

lScr|1ooIo—fE|d|u_cation_| |
|Sta|te—Univ<:3|rsity| -
| (|smc|@ke|nre<|ju)l

*

*

Steven
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I’m not overweight, just easier to see.

On 3/29/18, 6:29 AM, "Q Methodology Network on behalf of
HORSLEY Bethan" <Q-METHOD@LISTSERV.KENT.EDU on behalf of
h027190f@STUDENT.STAFFS.AC.UK> wrote:

Hi,

| was wondering if anyone knew the reference for who

recommends that the researcher complete the Q sort themselves.

Many thanks,
Beth




http://sbrown@kent.edu







	

___________________________________________

*  _____  ______  ____  __ __  ____  ___ _  *  

Steven 

R. Brown

| |  ___||_    _||  _ ||  |  ||  _ ||   | | |  

Graduate 

School of Education

| |___  |  |  |  |  _| |  |  ||  _| |     | |  

Kent 

State University

| |_____|  |__|  |____| \___/ |____||_|___| |

  

(sbrown@kent.edu)

*___________________________________________*________

_________________

I’m	not	overweight,	just	easier	to	see.

	

	

	

On	3/29/18,	6:29	AM,	"Q	Methodology	Network	on	behalf	of	

HORSLEY	Bethan"	<Q-METHOD@LISTSERV.KENT.EDU	on	behalf	of	

h027190f@STUDENT.STAFFS.AC.UK>	wrote:

	

				Hi,	

				

				I	was	wondering	if	anyone	knew	the	reference	for	who	

recommends	that	the	researcher	complete	the	Q	sort	themselves.	

				

				Many	thanks,	

				Beth	
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State Nun Statement Factor 1 Factor 1 Factor 2 Factor 2
Z-score Rank Z-score Rank

1 To be able to vote -1.35 34 0.39 12

2 To have a boyfriend or girlfriend -0.66 28 1.46 3

3 To be able to see an advocate when | need one 1.37 3 -0.33 23

4 To have help with cooking meals 0.46 12 0.23 15

5 To do activities | enjoy 0.02 20 0.55 10

6 To have children -1.78 36 -1.62 35

7 To have help to learn household jobs -0.84 29 -0.62 29

8 To be independent 0.46 13 1.29 6

9 To have a choice about who | live with -0.64 27 -0.16 21
10 To have access to training to learn new skills 1.34 4 -0.55 27
11 To be able to try new activities 0.89 9 1 8
12 To have access to education 0.24 15 -0.9 30
13 To choose what | do each day 1 6 0.39 13
14 To be involved in decisions about me 0.2 16 -0.23 22
15 For decisions to be explained to me so | understand 1.58 2 0 20
16 To be able to say when | do not like the care | receive -1.15 32 -1.39 34
17 To be supported when trying new activities 0.13 18 0 19
18 To have a choice about where | live -0.38 25 -0.39 25
19 To be able to express myself how | want to -0.06 21 -0.45 26
20 To have friendships 0.8 10 1.17 7
21 To make plans for myself with help to do this where | need it 0.05 19 0.16 17
22 To live in a friendly community -0.44 26 0.84 9
23 To be valued 0.41 14 0.45 11
24 To be listened to and for people to care about what | say 0.94 8 0.16 16
25 To have a stable, safe and comfortable home 0.18 17 0.33 14
26 To be able to use public transport -0.1 23 0.06 18
27 To have the support | need from other people 1.02 5 -1.07 32
28 To be able to have a job 2.08 1 -1.84 36
29 To be able to talk to the police -0.07 22 -0.55 28
30 To be treated with respect 0.59 11 1.84 1
31 To be able to use communication devices -2.16 37 -1.07 31
32 To have time to think and make decisions 0.96 7 -0.33 24
33 To be able to say when | do not understand -0.99 30 -1.23 33
34 To have more control over my life -1 31 1.56 2
35 To have ways of coping with things that | find difficult -1.23 33 -2.01 37
36 To get married -1.62 35 1.46 4

37 To be involved in appointments about my health -0.24 24 1.39 5
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5To do activities I enjoy 0.02 20 0.55 10
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18To have a choice about where I live  -0.38 25 -0.39 25
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27To have the support I need from other people  1.02 5 -1.07 32

28To be able to have a job 2.08 1 -1.84 36

29To be able to talk to the police  -0.07 22 -0.55 28

30To be treated with respect  0.59 11 1.84 1

31To be able to use communication devices  -2.16 37 -1.07 31

32To have time to think and make decisions  0.96 7 -0.33 24

33To be able to say when I do not understand -0.99 30 -1.23 33

34To have more control over my life  -1 31 1.56 2

35To have ways of coping with things that I find difficult  -1.23 33 -2.01 37

36To get married  -1.62 35 1.46 4

37To be involved in appointments about my health  -0.24 24 1.39 5
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