Abstract:

Purpose:
This paper describes the possible impact of normalisation on perceptions of quality of life, and the impact of this association on the research to date. This commentary reflects on the implications of limiting quality of life research to autistic people who are perceived to be ‘more able’. 

Design/methodology/approach: 
This commentary discusses the implications of undertaking quality of life research in the field of autism.

Findings:
This commentary argues for further consideration of the autistic voice in quality of life research. Researcher epistemology and life experience, including experience of autistic people are examined, in terms of how quality of life might be perceived and attributed. Further participatory research around quality of life of autistic people, including those with a learning disability, and engagement with a variety of autistic people, are called for. 

Originality/value: 
This commentary suggests that existing definitions of quality of life, founded on principles of normalisation, may not be completely applicable to autistic people, and that new ways of both defining and measuring quality of life  might be needed 
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Introduction

The Quality of Life [QoL] of autistic people has been frequently explored and is of increasing interest in academic literature (e.g. van Heijst and Guerts, 2015; Kim 2019). The study by Smith et al., presents a unique contribution to this field through examination of the QoL of autistic people with a learning disability; a group that is currently underrepresented in the literature. The authors comment on the potential difference in how autistic people conceptualise their QoL in comparison to their non-autistic counterparts. This commentary seeks to explore the implications of studying the QoL of autistic people, including autistic people with a learning disability. 

Identity first language (i.e. autistic person) will be used throughout, given the writer of this commentary identifies as an autistic academic, and recent findings from the British autistic community display a preference for identity first language (Kenny et al., 2016). 


The influence of normalisation upon QoL

The authors of this article argue that QoL is a global and multidimensional concept, with over 44 definitions reported to be found. Although it is reported that QoL is a complex concept, it remains unclear as to what extent neurotypical definitions of a ‘good QoL’ may be applicable to an autistic person. It remains unknown if autistic people, or in fact disabled people, have been involved in shaping the narrative of defining a ‘good QoL’, including that used in academic research. Given historical and ongoing stigma experienced by disabled people (Goffman, 1963), in particular autism and learning disability, it is unclear how much the definition of a good QoL has been constructed in a way sympathetic to the views and lived experience of autistic people. Rather, the definition of a ‘good QoL’ may originate more from the ideas of able-bodied, neurotypical people, in particular academics. 

With regard to autistic people who have a learning disability, the concept of QoL is also closely associated with, and derived from, the ideology of normalisation (Nirje, 1969). Improving the QoL of disabled people, including autistic people, has been a key element in service provision since scandalisation of poor conditions found in asylums (Goffman, 1961) and subsequent legislation (e.g. Community Care Act, 1990). However normalisation as an ideology was conceptualised and disseminated by able-bodied academics, and not disabled people (Walmsley, 2001).  This power imbalance has led to critiques of normalisation in relation to autistic people (Milton and Moon, 2012; Chown et al., 2017; Waldock, 2018a) and those with a learning disability (e.g. Szivos-Bach, 1993) and a move towards co-production and participatory work, especially in regards to autism (e.g. Chown et al., 2017). In spite of this, the extent to which these reflections have been addressed in research examining the QoL of autistic people remains unclear. With the current move towards meaningful inclusion of, and engagement with, autistic people and people with a learning disability in research, this commentary calls for future QoL research to be sensitive to the history of conceptualising QoL and the benefits of co-production on research findings. 


Measuring Quality of Life - Tools and Methods 

Given that QoL may need to be defined differently in this population, how might it be measured and assessed? Firstly, what tools might be useful and secondly, might there be changes in the ways in which information on QoL is collected?

Firstly, the tools used to measure QoL need to be scrutinised in relation to their suitability for the autistic population. This is of particular note given Smith et al.’s suggestion of autistic people conceptualising their QoL differently to non-autistic people. Smith et al. used the ComQoL (Cummins and Lau, 1997), which has been used previously in studies examining populations with a learning disability (e.g. Verri et al., 1999; McGillivray et al., 2009). Both these studies excluded autistic people with a learning disability from their samples and it remains unreported if the ComQoL is validated for use on autistic people. This is key when considering nuances in differences of neurology impacting an individual’s life experience, which might be missed. Examples include how social time is spent e.g. a preference for spending time with people on a one-to-one basis instead of in large groups (Johnson and Hanes, 2018) and activities which are specific to disabled people, e.g. (self-) advocacy groups and meetups of autistic people (Kim, 2019). 

Another perspective to consider is whether sufficient space and sensitivity were given to reflecting on the socio-cultural contexts when the tools were administered. These tools are often completed by professionals, ether academics or support staff, especially in regards to autistic people, where self-report is not always viewed as a reliable manner of collecting data surrounding an individual’s QoL (van Heijst and Guerts, 2015). The impact of sensitivity to the socio-cultural context was first argued by Robertson (2009) in relation to autistic QoL. Crude notions of ‘normalised’ people (i.e. people who behave in accordance with socially accepted norms and meet socially accepted milestones) having higher QoL may still prevail; in essence this refers to individuals doing activities that are valued by society, and also perceived to be benefitting QoL. These activities are considered to be of high value by wider society. 

Some tools may be considered to be objective, for example collecting data regarding an individual’s social network using a rating scale. Data collected by such tools may have to cross different epistemological stances (e.g. a different understanding and knowledge of the world due to differing lived experience) (Milton, 2012a) when going through a socio-cultural filter (such as attitudes towards the individual or group of people, e.g. autistic people). Different personal values also need to be considered, for example extraverts are energised by socialising in large groups, thus valuing them differently to introverts who might become exhausted by such social environments. It remains uncertain the extent to which Smith et al., accounted for this in their methodology or findings. 


The importance of social interaction

One of the key findings from the authors is the importance of social interaction within the QoL of autistic people with a learning disability, and the mixture of positive and negative themes surrounding social interaction. The importance of social interaction to QoL challenges assumptions that might be held regarding the sociability of autistic people, notably the myth that autistic people universally have no wish for friendships and/or relationships. This echoes the findings of Johnson and Hanes (2018) when exploring autistic people’s social networks. These findings also parallel Robertson’s (2009) discussion, where he explains that autism (and the subsequent impact on QoL) is always framed in a negative manner. The mixed nature of responses surrounding social interaction furthermore challenges the assumed homogeneity of autistic people and their preferences. This is crucial to understanding the autistic people with whom we work, given the internal nature of autism (Williams, 1996) and how this intersects with other elements (e.g. gender, sexuality, ethnicity). Key to a person-centred approach is the notion that getting to know and learning about individual autistic people is essential to be able to best support and enable them (Milton, 2012b). Such an approach is central to both Valuing People Now (2009) and Think Autism (2014), which are both policies impacting and influencing the support that might be given to autistic people in the community and in services.  


Autistic people with a learning disability

Autistic people with learning disability are often excluded from studies investigating QoL (Kim, 2019) and both studies in the fields of autism and learning disability beyond QoL research (with one example given in Waldock, 2018b in regards to talking therapies for autistic people). Smith et al., found the QoL of their sample to be lower in comparison to their non-autistic counterparts; further investigation is required to confirm which domains are lower in autistic people, given some domains tend to be more highly researched than others (Kim, 2019). Smith et al. call for further research specifically focusing on autistic people with a learning disability. 

However consideration needs to be given to methodology when focusing on this particular group. The authors use one-to-one spoken interviews in this study, which excludes autistic people with a learning disability who do not use spoken language to communicate. As not all people with a learning disability, nor autistic people, use spoken language as their primary means of communication, alternative means of engaging with this group (for example through a creative or visual method as described in Nind, 2008) is vital to ensure the gaining of data unmediated by others’ perspectives. 

Although Smith et al. made use of a focus group, it remains unclear how much the influenced the development of the methods used. Further research might benefit from an explicitly co-productive approach with autistic people, including those with a learning disability. This could include development of research proposals and research questions, the use of advisory groups at various stages of the project and co-analysis of the data collected. 


Conclusion 

There are many aspects which need to be considered when conceptualising and measuring the QoL of autistic people. Consideration of who defines ‘good QoL’, and the influence of what is regarded as normal, need to be taken into account when exploring QoL in marginalised groups, including autistic people and people with a learning disability. Smith and her colleagues pave the way for further investigation of the QoL of autistic people who have a learning disability. Various methodological aspects need to be recognised in the design of such studies, including the epistemological stance of the researcher, capacity for co-production and co-researching, the measurement tools used and their sensitivity to contexts impacting QoL in autistic people. 
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