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The ALS Impairment Multidomain Scale (AIMS)

Instructions
The ALS Impairment Multidomain Scale (AIMS) is a questionnaire which measures changes in physical functioning in people with motor neuron disease (MND). These questions are about your physical functioning over the past 2 weeks and are divided into three domains: 1) speaking and swallowing, 2) motor functioning and 3) breathing. There are three possible responses for each question. Please choose the response which most applies to your level of physical functioning over the past 2 weeks. For example, "some difficulty" means an activity is completed more slowly, or requires more energy.

Speaking and swallowing
These questions are about speaking and swallowing.

1. I talk less than I used to because this is now harder for me 
· No, I still talk as much as I used to
· I talk less than usual, but I do not use communication aids* and/or non-spoken** communication
· I use communication aids* and/or non-spoken communication** in order to be understood
*Communication aids include: pen and paper, iPad, telephone, speech computer or help from another person. 
**Non-spoken communication refers to hand gestures, finger pointing or head movements (nodding yes or shaking no).


2. It takes me longer to chew and swallow my food
· No, I can chew and swallow well  
· It takes me longer to chew and swallow food, but there are no adjustments* to my diet
· It takes me longer to chew and swallow food and I have had to adjust* my diet accordingly 
*Adjustments include me no longer eating certain foods (like biscuits or steak), or only eating ground/pureed/thick liquid food, or using a feeding tube because of problems with chewing and swallowing.

3. I find it difficult to swallow liquids

· No, I can swallow liquids well  
· I find swallowing liquids difficult, which sometimes causes me to choke and/or use thickening agents
· I (almost) always choke on liquids and/or I use tube feeding due to swallowing problems

4. I cough regularly and have a great deal of mucus in my throat
· No, I have a normal amount of mucus and do not cough regularly
· I have more mucus in my throat and cough regularly, but I am not getting treatment* for this
· I have a great deal of mucus in my throat and cough (almost) every day, or I receive treatment* for this
*Treatments include: medication, a nebuliser, or suctioning the mouth and/or throat, whether or not through a tracheostomy 



5. My mouth needs to be dabbed to avoid drooling
· No, I do not drool
· I sometimes drool, but I do not need to use a handkerchief or tissue all the time and I do not receive treatment* to reduce the amount of saliva
· I drool and need a handkerchief or tissue all the time, or receive treatment* to reduce the amount of saliva
*Treatments include: medication, radiation to the salivary glands and/or botox injections

6. There is saliva on my pillow when I wake up
· There is no saliva on my pillow after sleeping
· There sometimes is saliva on my pillow after sleeping, but I am not receiving treatment* for too much saliva
· There is saliva on my pillow (almost) every day after sleeping, or I am receiving treatment* for too much saliva
*Treatments include: medication, radiation to the salivary glands and/or botox injections

7. My appetite is less than usual

· No, I have a normal or even increased appetite 
· My appetite has decreased a little
· My appetite has completely gone and I hardly feel like eating anymore


Motor functioning

These questions are about motor functioning.
“Some difficulty” means: an activity is completed more slowly, or, for example, requires more energy.

8. I find it difficult to walk short distances around the house
· No, I can easily walk small distances around the house
· I have some difficulty walking short distances around the house and/or I use walking aids* and/or receive help from another person when walking around the house
· I cannot walk small distances around the house 
*Walking aids can include: a walking stick, leg brace and/or walker

9. I have trouble walking up the stairs
· No, I can walk up the stairs without difficulty
· I have some difficulty walking up the stairs and/or I use the banister, walking aids* and/or receive help from another person when climbing the stairs
· I cannot walk up the stairs or I use a stairlift
*Walking aids can include: a stick or leg brace

10. I have trouble walking on uneven surfaces 

· No, I have no problem with walking on uneven surfaces
· I have some difficulty walking on uneven surfaces and/or I use walking aids* and/or receive help from another person when walking on uneven surfaces
· I cannot walk on uneven surfaces
*Walking aids can include: a stick, leg brace or walker



11. I have trouble combing my hair or brushing my teeth
· No, I have no problem with combing my hair and/or brushing my teeth
· I have some difficulty combing my hair or brushing my teeth and/or I use aids* and/or receive some help from another person
· I am completely dependent on another person to comb my hair or brush my teeth
*Aids can include: an adapted toothbrush, a handle thickener, strap around the toothbrush, extended comb or brush

12. I have trouble opening or closing the zip and/or buttons on my trousers
· No, I have no problem with opening or closing my zip and buttons
· I have some difficulty with my zip and/or buttons and/or I use aids* and/or receive some help from another person
· I can no longer open or close the zip or buttons on my trousers, so I no longer wear this type of clothing, or I am completely dependent on another person
*Aids can include: Velcro, zips with a pull ring, or custom zip fasteners.

13. I have trouble writing in a clearly legible manner
· No, I have no trouble writing
· I have some difficulty with writing, my writing has become less clear and/or I use aids* when writing
· I cannot write legibly 
*Aids can include: foam block, thick pen, pen thickener, static wrist splint or writing trolley

14. I have trouble opening the lock of a door with a key
· No, I have no problem with inserting and turning the key
· I have some difficulty inserting and/or turning the key and/or I use aids* and/or I receive some help from another person
· I cannot put the key in the lock and turn it
*Aids can include: key grip


15. I have trouble feeding myself
· No, I have no problem with feeding myself and I do not use any aids*
· I can feed myself with some effort, I use aids* or receive some help from others 
· I am completely dependent on others to feed myself
*Aids can include: adapted cutlery, plate with a rim or eating device. 

16. I have trouble putting away the dishes

· No, I have no problem with putting away the dishes
· I can put away the dishes with some effort
· I cannot do this and am completely dependent on others to put away the dishes

17. I have trouble turning over in bed	
· No, I have no problem with turning over in bed
· I have some difficulty with turning over in bed and/or I use aids* 
· I cannot turn over in bed on my own and I am completely dependent on another person
*Aids can include: bed railings, bed lifter or bed trapeze bar.

18. I have trouble holding my head up
· No, I have no problem with holding my head up
· I have some difficulty keeping my head upright and/or my head sometimes drops, for example when I am tired
· I cannot hold my head up straight and/or I use aids to support my head, like a neck collar, neck brace or a headrest



Breathing
These questions are about your breathing. The “use of a breathing machine” refers to a breathing machine prescribed for the treatment of motor neuron disease (MND).

19. I get short of breath when walking, dressing, talking or eating
· No, I do not get short of breath when walking, dressing, talking or eating
· I sometimes feel short of breath when walking, dressing, talking or eating and I do not use a breathing machine*
· I am short of breath (almost) every day when walking, dressing, talking or eating and/or I use a breathing machine*
*Breathing machine used to treat MND

20. I am short of breath when I sit still
· No, I am never short of breath when I sit still
· I am sometimes short of breath when I sit still and I do not use a breathing machine*
· I am short of breath (almost) every day when I sit still and/or I use a breathing machine*
*Breathing machine used to treat MND

21. It becomes more difficult to breathe or I feel short of breath when I lie flat
· No, breathing is not more difficult and I do not feel short of breath when lying flat
· Breathing becomes more difficult or I feel short of breath when lying flat, for example I sleep more restlessly or I use two or more pillows to sleep, or the bed is tilted with the head end up slightly
· I have to sleep sitting up and/or I use a breathing machine* because breathing is more difficult or I feel short of breath when lying flat
*Breathing machine used to treat MND


22. I have trouble coughing up mucus from my lungs and/or throat
· No, I have no problem coughing up mucus
· I sometimes have trouble coughing up mucus and I am not receiving treatment* for this
· I have difficulty coughing up mucus (almost) every day and/or I am receiving treatment* for this
*Treatments include: breathing or coughing techniques via my healthcare provider, air stacking or cough machine

23. I use a breathing machine
· No, I do not use a breathing machine
· Yes, I use a breathing machine at night and/or during the day* with a face mask and/or nose cap 
· Yes, I use mechanical ventilation through intubation or a tracheostomy (invasive ventilation)
*Breathing machine used to treat MND




8

