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Supplementary Table 2. Results from the specific clinical & research Round 3 survey or experts (N = 19) 

 HEALTHCARE PROFESSIONALS  

Mode, Median (IQR) 

FAMILY CAREGIVERS and PAID 

CAREGIVERS  

Mode, Median (IQR) 

Have techniques specific for ALS cognitive impairment (ALSci) Very Important, 3 (1) Important, 2 (1) 

Have techniques specific for ALS behavioural impairment (ALSbi) Very Important, 3 (1) Important, 2 (1) 

Have techniques specific for ALS cognitive and behavioural impairment (ALScbi) Very Important, 3 (1) Important, 2 (1) 

Have techniques SPECIFIC to use in daily life when the diagnosis is ALS with FTD Very Important, 3 (1) Very Important, 2 (1) 

Have general techniques which apply for all of the above altogether, i.e. do not 

distinguish between subtypes (“lumping as ALS plus”) 

Important, 2 (1) Important, 2 (1) 

   

Specific techniques:   

Simplify decision making Important, 2 (1.5) Very Important, 3 (1) 

Support problem-solving Important, 2 (1) Important, 2 (1) 

Clarify Complex Information Very Important, 3 (1) Important, 2 (1) 

Encourage & prompt engagement Very Important, 3 (1) Very Important, 3 (1) 

Motivate everyone involved Important, 2 (1) Very Important, 3 (1) 

Facilitate shared decision making Very Important, 3 (0.5) Very Important, 3 (1) 

Support the family/caregiver Very Important, 3 (0) Very Important, 3 (1) 

IQR = interquartile range, ALS = amyotrophic lateral sclerosis, FTD = frontotemporal dementia. 

 


