Supplementary Table 1. Results from the general clinical & research Round 2 survey or experts (N = 23)

HEALTHCARE PROFESSIONALS FAMILY CAREGIVERS and PAID

Mode, Median (IQR)

CAREGIVERS
Mode, Median (IQR)

Have specific techniques to apply in their work / use in daily life with patients with
MND who have cognitive impairment

Have specific techniques to apply in their work / use in daily life with patients with
MND who have behaviour impairment

Have specific techniques to apply in their work / use in daily life with patients with
MND who have concomitant FTD

Have examples on how cognitive and behavioural impairment might impact the
caregiver or families the person with MND

Know about changes in day-to-day practice taking into account cognitive and
behaviour impairment in MND

Know about changes in communication style with the person with MND who has
cognitive and behaviour impairment

Know about changes in communication style with the family or paid caregiver of
the person with MND who has cognitive and behaviour impairment

Have general information on cognitive and behavioural impairment in MND

Have examples of what cognitive and behavioural impairment look like and how it
impacts people with MND

Have a list of helpful health and social care contacts

Very Important, 3 (0)

Very Important, 3 (0)

Very Important, 3 (0)

Very Important, 3 (0)

Very Important, 3 (1)

Very Important, 3 (0)

Very Important, 3 (0)

Very Important, 3 (0)

Very Important, 3 (0)

Very Important, 3 (0)

Very Important, 3 (1)
Very Important, 3 (1)

Very Important, 3 (0)

IQR = interquartile range, MND = motor neurone disease, FTD =. Frontotemporal dementia. Not applicable fields in grey.



