Cognitive and behavioural impairment in ALS: What now for the ALS patient perspective?
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It is now recognised that a substantial number of people with ALS encounter cognitive and behavioural change. Cognitive impairment in ALS includes change in working memory, executive functioning, and language and presents in approximately 50% of the ALS population (1). Deficits in social cognition and behavioural manifestations of frontotemporal dysfunction can coincide with cognitive impairment (2). A small proportion of the ALS population develop frontotemporal dementia (FTD).
Research on cognitive and behavioural change in people with ALS is important in advancing our understanding of the disease (3) but what does it mean for research focused on their experiences of phenomena? People with ALS are key stakeholders in the delivery of their care and have first-hand experiences of their care. Experiences of people with ALS who have cognitive and/or behavioural impairment are no less meaningful to them than are experiences to people with ALS who do not have cognitive and/or behavioural impairment. However, are the views of people with ALS who have cognitive and/or behavioural impairment somehow now less meaningful to researchers because of what we know about cognitive and behavioural change in ALS?
People with cognitive impairment are often excluded from health care research (4,5) but there has been little debate in the ALS field on inclusion or exclusion of people with ALS who have cognitive impairment in health care research. People with ALS and overt FTD have traditionally been excluded from research that seeks to capture healthcare experiences from the patient viewpoint. Researchers could now subject people with ALS to a set of neuropsychological measures that are sensitive to the neuropsychological profile of ALS before they conduct studies on patients’ perceptions of care, and choose what level of cognitive and behavioural functioning is required of people with ALS to participate in research focused on the patient perspective. Screening for cognitive and behavioural impairment in people with ALS could result in excluding more people with ALS from studies that seek to capture the patient perspective or relying more on proxy reports on their experiences of care. 
The ‘experiential’ knowledge of people who utilise health care services is a healthcare quality indicator (6) and an important component of health care research (7). Key to achieving meaningful outcomes for people who engage with health care is to identify how phenomena are understood and experienced by them. How people interpret (i.e. construct meaning) and act/interact in health care shape the reality of health care. People with ALS who have cognitive and/or behavioural impairment shape how health care is delivered and received as do people with ALS who do not have cognitive and/or behavioural impairment. 

People with ALS should be at the very centre of the enquiry regarding their health care experiences. However, people with ALS who have moderate to severe cognitive and/or behavioural impairment can encounter difficulty recounting and communicating their experiences. Great strides have been made in recent decades to capture the perspectives of people who have cognitive impairment by developing strategies and tools that accommodate for cognitive impairment (8,9). The perspectives of people with cognitive and/or behavioural impairment can also be understood in collaboration with family/caregivers’ observations of the person with cognitive and/or behavioural impairment. 
It is argued that capturing the perspectives of people with ALS who have cognitive and/or behavioural impairment is just as important as capturing the perspectives of people with ALS who do not have cognitive and/or behavioural impairment. People with ALS with cognitive and behavioural impairment have participated in research focused on their healthcare experiences and shared meaningful experiences (10). Including the perspectives of people with ALS with cognitive impairment in studies about their care can help contextualise their experiences and deepen our understanding of how people with cognitive impairment respond to their care. People with ALS who have cognitive and/or behavioural impairment should not routinely be excluded from health care research simply on the basis of cognitive and/or behavioural impairment.
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