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Self-administration ALSFRS-R 

 

Name:
  

Date: 

 

ALS number:
  

 

Instruction: 

The ALSFRS-R is a questionnaire which measures changes in physical function 

in patients with ALS. These questions are about your functioning today. 

Compare this with your functioning before you were diagnosed with ALS. 
 

1 What is your speech like? 

 

☐ I am easy to understand; my speech is the same as it was before I got ALS.  

☐ You can hear that I have difficulty speaking, but I do not have to repeat myself. 

☐ Sometimes I have to repeat things before people understand. 

☐ 
I have to combine speaking with non-verbal means of communication, such as pointing, writing 

and using aids. 

☐ I have lost the ability to speak. 

2 Have you noticed excess saliva since the onset of ALS (regardless of any medication)? 

 

☐ The amount of saliva is normal. I do not drool). 

☐ 
There is a small but definite excess of saliva in my mouth, or during the night it is more often the 

case that there is saliva on my pillow. 

☐ Sometimes I drool during the day. 

☐ I produce a lot of saliva and sometimes use a tissue or handkerchief. 

☐ I drool and always need a tissue or handkerchief. 

3 What about swallowing and eating? 

 

☐ I can swallow normally and eat anything. 

☐ 
I am starting to have trouble eating. Sometimes I choke, but I do not avoid any types of food, such 

as e.g. meat and bread. 

☐ 
I have changed the consistency of food, for instance by mincing/pureeing it, or I avoid certain food 

such as e.g. meat and bread. 

☐ As well as normal and minced foods, I also make use of tube-feeding. 

☐ I cannot swallow, I get all my nutrition through a feeding tube. 

4 
What is your writing like with your dominant hand if you do not use an adapted pen (pencil grip, 

large pen etc.)? 

 

☐ I do not have any trouble writing. 

☐ I write slowly or scribble; all the words are legible. 

☐ I write slowly or scribble; not all the words are legible. 

☐ I can hold a pen, but cannot write: my writing is no longer legible.  

☐ I cannot hold a pen. 
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* Do you have a PEG catheter (feeding tube)?  

 

● I do not have a PEG catheter. à Fill in 5a 

● 
I do have a PEG catheter, but less than 50% of my food/nutrition is administered 

this way 
à Fill in 5a 

● 
I do have a PEG catheter and more than 50% of my food is administered this 

way. 
à Fill in 5b 

5a How do you manage cutting up food or using cutlery? 

 

☐ I do not have a problem cutting up food or using cutlery. 

☐ 
I am a bit slow and clumsy when cutting up food or using cutlery, but I can still do this 

independently. 

☐ 
I can cut up most foods myself although I am clumsy and slow. Sometimes I need help, but less 

than half of the time. 

☐ Someone else has to cut up my food, but I can put it in my mouth myself (slowly). 

☐ Someone else feeds me. 

5b 
How do you manage with the PEG catheter fastenings and fixtures? 
(Only complete if more than 50% of your nutrition is through a feeding tube) 

 

☐ I am able to operate the PEG catheter fastenings and fixtures by myself. 

☐ I can do everything, but with some difficulty. 

☐ I need help operating the fastenings and fixturesof the PEG catheter. 

☐ 
I can only help my carer to a minimal extent with operating the PEG catheter fastenings and 

fixtures 

☐ I cannot operate the fastenings and fixtures of the PEG catheter. 

6 How do you manage with washing yourself and getting dressed? 

 

☐ I can wash and dress myself. 

☐ 
I can wash and dress myself, but it takes effort and energy. I do not use any aids (Velcro, zips, 

lying down to pull trousers on etc.). 

☐ 
I sometimes have assistance to wash and dress myself or make use of other devices (Velcro, zip-

fasteners, lying down to pull trousers on etc.). 

☐ I always require assistance with washing myself and getting dressed, but I do help. 

☐ I am totally dependent on others for getting washed and dressed. 

7 How do you manage turning over in bed and adjusting bedclothes? 

 

☐ I can turn over in bed and adjust bedclothes. 

☐ I can just turn over slowly and clumsily and adjust my bedclothes. 

☐ 
I can turn over and adjust the bedclothes myself, but this takes a lot of energy and considerable 

effort. 

☐ I can start to turn over in bed and adjust the bedclothes, but cannot turn over by myself. 

☐ I cannot turn over in bed by myself or adjust my bedclothes.  
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8 What is you walking like? 

 

☐ I can walk normally. 

☐ I have difficulty walking, but don’t need any support or aids. 

☐ I require assistance or aids to walk (Zimmer frame, rollator, walking stick, brace etc.). 

☐ I cannot walk, but I can stand or I can move my legs slightly.. 

☐ I cannot move my legs. 

9 How do you manage climbing stairs? 

 

☐ I can walk upstairs. 

☐ I can walk upstairs slowly but steadily. 

☐ I am rather unstable when walking upstairs, but I do not need assistance or a bannister. 

☐ I need assistance or a bannister when walking upstairs. 

☐ I cannot walk upstairs. 

10 
Do you sometimes get out of breath? 
If you use a respirator on a daily basis, select the last option, even if you are not feeling short of breath at the moment. 

 

☐ I never feel out of breath when performing normal daily activities. 

☐ I get out of breath while walking. 

☐ 
I get out of breath during one or more of the following activities: eating, taking a bath, or getting 

dressed. 

☐ I am out of breath when at rest and have trouble breathing when sitting or lying down. 

☐ I have a lot of difficulty breathing: I am considering respiratory support. 

11 
Can you lie flat while sleeping or do you have to be supported? 
If you use a respirator every night, select the last option.. 

 

☐ I can lie flat while sleeping. 

☐ 
I have trouble sleeping because of being short of breath. On the whole, I use no more than two 

pillows 

☐ I need more than two pillows to be able to sleep. 

☐ I can only sleep when sitting up. 

☐ I cannot sleep without respiratory support. 
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12 Do you use (non-)invasive respiratory support (nasal mask)? 

 

☐ I do not use a nasal mask at night. 

☐ I sometimes use a nasal mask at night. 

☐ I use a nasal mask all through the night. 

☐ I use a nasal mask during the day and at night. 

☐ 
I make use of mechanical ventilation in the form of intubation or tracheostomy (invasive 

respiratory support). 
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