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Appendix A: Patient Survey 

Patient Survey 

Block A – Preferences
Healthcare for ALS can be provided in different ways. We are interested in what is most important to you about how ALS healthcare is provided. 

There are many considerations in choosing your ALS healthcare providers. 
On the next page, you will view six factors to consider regarding your ALS healthcare.  

Length of each visit: Visits to your ALS care team can range from a short amount of time to many hours. “Length of visit” refers to the total amount of time you spend during a single visit.  (Do not include travel time for in-person visits.)

A1. What is your average length of visit for your ALS care?
	1
	Less than 1 hour
	

	2
	1 – 2 hours
	

	3
	2 – 3 hours
	

	4
	More than 3 hours
	



Number of visits: Visits to your ALS care team can require one visit every 3 months (where you see many different providers in one visit) or a series of different visits to different providers at different facilities within 3 months. “Number of visits” refers to the total number of visits required for ALS care within a 3-month period.

A2. What is the average number of visits within a 3-month period that are required for you to see your entire ALS care team?
	1
	1 visit
	

	2
	1 – 2 visits
	

	3
	2 – 3 visits
	

	4
	More than 3 visits
	



Total number of copays per visit: Typically, a person living with ALS (PALS) pays one copay per visit for healthcare. But some ALS care centers where PALS see multiple providers in one visit may require multiple copays per visit. “Total number of copays per visit” refers to the total number of copays you pay each time you visit your ALS care center.


A3. On average, what is your total number of copays per visit for ALS healthcare?
	1
	1 copay
	

	2
	2 copays
	

	3
	3 copays
	

	4
	4 or more copays
	

	5
	Not sure
	



Team-based care: Some ALS healthcare providers work as a team consulting with one another and meet regularly to discuss their PALS as a group. In comparison, some ALS providers work independently. “Team-based care” refers to a group of ALS providers from different disciplines, such as neurologists, physical therapists, speech therapists, etc., working together in one location to provide your ALS care.

A4. Do you currently receive team-based care?
	1
	Yes
	

	2
	No
	

	3
	Not sure
	



Access to clinical trials: A clinical trial is a research study using human volunteers (also called participants) that is intended to add to medical knowledge. Some physicians have more information about clinical trials and can more easily enroll people living with ALS (PALS) in trials. “Access to clinical trials” refers to how much knowledge your ALS care team has about clinical trials and their ability to recommend appropriate clinical trials.

A5. Has your ALS care team discussed clinical trial options with you or referred you to a clinical trial?
	1
	Yes
	

	2
	No
	

	3
	Not sure
	



More ALS expertise: ALS expertise refers to providers who have more experience treating PALS.

A6. Did you seek out your physician specifically because of their ALS expertise?
	1
	Yes
	

	2
	No
	

	3
	Not sure
	








Next, you will be shown 10 tasks. In each task, you are shown a set of three characteristics of the different styles of providing care. For each set, we want you to choose the characteristic that is most important to you and the one that is least important to you.

Example task:
Here is an example. Tom was shown the following set of characteristics. He chose the most important thing to him (ALS expertise) and the least important thing to him (number of visits).

	Which is the most important and least important thing about the way ALS care is delivered?

	 
	Most important
	Least important

	Team-based care
	 
	 

	Number of visits
	 
	X

	ALS expertise
	X
	 



Now it is your turn. 

A7.     Matrix group name: atb7
	Which is the most important and least important thing about the way ALS care is delivered?

	 
	Most important
	Least important

	A7a  Length of visit
	☐
	☐

	A7b  Number of visits
	☐
	☐

	A7c  Access to clinical trials
	☐
	☐



A8.	Matrix group name: atb8
	Which is the most important and least important thing about the way ALS care is delivered?

	 
	Most important
	Least important

	A8a  Length of visit
	☐
	☐

	A8b  Number of visits
	☐
	☐

	A8c  ALS expertise
	☐
	☐








A9.	Matrix group name: atb9
	Which is the most important and least important thing about the way ALS care is delivered?

	 
	Most important
	Least important

	A9a  Length of visit
	☐
	☐

	A9b  Number of copays
	☐
	☐

	A9c  Team-based care
	☐
	☐



A10.	Matrix group name: atb10
	Which is the most important and least important thing about the way ALS care is delivered?

	 
	Most important
	Least important

	A10a  Length of visit
	☐
	☐

	A10b  Number of copays
	☐
	☐

	A10c  ALS expertise
	☐
	☐



A11.	Matrix group name: atb11
	Which is the most important and least important thing about the way ALS care is delivered?

	 
	Most important
	Least important

	A11a   Length of visit
	☐
	☐

	A11b  Team-based care
	☐
	☐

	A11c  Access to clinical trials
	☐
	☐



A12.	Matrix group name: atb12
	Which is the most important and least important thing about the way ALS care is delivered?

	 
	Most important
	Least important

	A12a  Number of visits
	☐
	☐

	A12b  Number of copays
	☐
	☐

	A12c  Team-based care
	☐
	☐





A13.	Matrix group name: atb13
	Which is the most important and least important thing about the way ALS care is delivered?

	 
	Most important
	Least important

	A13a  Number of visits
	☐
	☐

	A13b  Number of copays
	☐
	☐

	A13c  Access to clinical trials
	☐
	☐



A14.	Matrix group name: atb14
	Which is the most important and least important thing about the way ALS care is delivered?

	 
	Most important
	Least important

	A14a  Number of visits
	☐
	☐

	A14b  Team-based care
	☐
	☐

	A14c  ALS expertise
	☐
	☐



A15.	Matrix group name: atb15
	Which is the most important and least important thing about the way ALS care is delivered?

	 
	Most important
	Least important

	A15a Number of copays
	☐
	☐

	A15b Access to clinical trials
	☐
	☐

	A15c ALS expertise
	☐
	☐



A16.	Matrix group name: atb16
	Which is the most important and least important thing about the way ALS care is delivered?

	 
	Most important
	Least important

	A16a Team-based care
	☐
	☐

	A16b Access to clinical trials
	☐
	☐

	A16c ALS expertise
	☐
	☐





Block B - Care Models for ALS

Next, we describe three different ways in which ALS healthcare can be provided. We describe each and then ask what you think of each.

Traditional office visits are visits in which you see one provider per visit. To receive all your care, you will need to have multiple visits. 
For example, you may see a physician during one visit and make separate appointments to see other providers such as physical, respiratory, or occupational therapists. 
Your visits will be shorter, but you will have more frequent visits, and your care may be divided across different hospitals or health systems.

B1. How likely are you to seek care from a traditional office?
	1
	Extremely likely
	

	2
	Somewhat likely
	

	3
	Unlikely
	



Multidisciplinary clinics are specialized clinics that allow you to receive care from many providers in one single visit. 
For example, you may see many or all of the following providers in one visit: physician, physical therapist, occupational therapist, speech therapist and/or swallowing professional, dietician, social worker, respiratory therapist/pulmonologist, and nurse case manager. 
These visits can be very long (over 3 hours), but you will have fewer visits overall. In addition, these clinics coordinate care and communicate with your primary care physician.

B2. How likely are you to seek care from a multidisciplinary clinic?
	1
	Extremely likely
	

	2
	Somewhat likely
	

	3
	Unlikely
	



Triage clinics are also specialized clinics that allow you to receive care from many providers in one single visit, but you may not receive all your care during a single visit. The providers you see during a visit will be determined on the day of the visit. Your visit starts with a nurse case manager who will assess who else you need to see that day.
For example, in one visit, you may see a few of the following providers, but not all: physician, physical therapist, occupational therapist, speech therapist and/or swallowing professional, dietician, social worker, respiratory therapist/pulmonologist. These visits can be longer than traditional office visits but not as long as visits to a multidisciplinary clinic. These clinics coordinate care and communicate with your primary care physician.



B3. How likely are you to seek care from a triage clinic?
	1
	Extremely likely
	

	2
	Somewhat likely
	

	3
	Unlikely
	



B4. Which style of care best describes the way you receive your ALS care?
	1
	Multidisciplinary clinics
	

	2
	Triage clinics
	

	3
	Traditional office
	

	4
	I don't know
	



Please rank these different styles of providing care from most preferred to least preferred.

	 
	Multidisciplinary clinics
	Triage clinics
	Traditional office visits

	B5. Most preferred
	 1
	 2
	 3

	B6. Middle preferred
	 1
	 2
	 3

	B7. Least preferred
	 1
	 2
	 3




Great work so far! You have completed 25% of the survey!


[bookmark: _Toc87523563]Block C – Quality of Care (based on the ALS quality measures approved by the American Academy of Neurology)

This next section includes questions about the quality of your ALS care.

C1. In the last year, did your ALS care team develop or update a multidisciplinary care plan (a plan with input from many providers such as a physical therapist, dietician, physician, etc.)?
	1
	Yes
	

	2
	No
	

	3
	I don’t know
	



C2. In the last 6 months, did someone from your ALS care team talk about medications that slow the progression of ALS, such as riulioze or Radicava?
	1
	Yes
	

	2
	No
	

	3
	I don’t know
	


C3. In the last 12 months, did someone from your ALS care team screen you for cognitive and behavioral impairment?
	1
	Yes
	

	2
	No
	

	3
	I don’t know
	



C4. Has someone from your ALS care team offered you treatment for ALS-related symptoms like drooling/excessive salivation or uncontrollable laughing or crying?
	1
	Yes
	

	2
	No
	

	3
	I don’t know
	



C5. In the last 3 months, has someone from your ALS care team asked about respiratory/breathing insufficiency and referred you for pulmonary function tests?
	1
	Yes
	

	2
	No
	

	3
	I don’t know
	



C6. Have you been told you have respiratory/breathing insufficiency?
	1
	Yes
	

	2
	No
	[SKIP TO C8]

	3
	I don’t know
	



C7. In the last 12 months, has someone from your ALS care team discussed treatment options for respiratory support e.g., noninvasive ventilation or assisted cough)?
	1
	Yes
	

	2
	No
	

	3
	I don’t know
	



C8. In the last 3 months, has someone from your ALS care team screened you for swallowing problems, weight loss, or impaired nutrition?
	1
	Yes
	

	2
	No
	

	3
	I don’t know
	



C9. Have you been told you have swallowing problems, weight loss, or impaired nutrition?
	1
	Yes
	

	2
	No
	[SKIP TO C11]

	3
	I don’t know
	





C10. In the last 12 months, has someone from your ALS care team offered you feeding tube support?
	1
	Yes
	

	2
	No
	

	3
	I don’t know
	



C11. Have you been told you have slurred speech because of damaged, paralyzed, or weakened speech muscles?
	1
	Yes
	

	2
	No
	[SKIP TO C13]

	3
	I don’t know
	



C12. In the last 12 months, has someone from your ALS care team offered you a referral to a speech therapist for communication support or evaluation?
	1
	Yes
	

	2
	No
	

	3
	I don’t know
	



C15. In the last 12 months, has your ALS care team asked about falls?
	1
	Yes
	

	2
	No
	

	3
	I don't know
	



C13. In the last 12 months, has your ALS care team offered help in planning for end-of-life issues (e.g., advanced directives, invasive ventilation, hospice)?
	1
	Yes
	

	2
	No
	[SKIP TO C15]

	3
	I don't know
	



C14. What types of end-of-life planning have been offered to you? Select all that apply.
	1
	Assessment of my concerns, desires, and needs
	

	2
	Assistance in creating an advanced directive
	

	3
	Asked about your wishes regarding your care and advanced directives
	

	4
	Discussed your preferences for life-sustaining treatments
	

	5
	Discussed options for respiratory support if you have trouble breathing
	

	6
	Discussed your preferences for treatment of pain
	

	7
	Decisions about invasive ventilation
	

	8
	Been provided with early referral to hospice
	

	9
	None of the above
	[EXCLUSIVE]

	10
	Don't know
	[EXCLUSIVE]


Block D – Patient Experience and Satisfaction (modified from Consumer Assessment of Healthcare Providers and Systems; CAHPS, Version 3.0, Update July 1, 2015)

The next section includes questions about your experience with your ALS care.

Access to Care Team
D1. In the last 6 months, did you contact your ALS care team to get an appointment for something that needed care right away?
	1
	Yes
	

	2
	No
	[SKIP to D3]



D2. In the last 6 months, when you contacted your ALS care team to get an appointment for care you needed right away, how often did you get an appointment as soon as you needed? This includes appointments for telemedicine visits.
	1
	Never
	

	2
	Sometimes
	

	3
	Usually
	

	4
	Always
	



D3. In the last 6 months, did you contact your ALS care team with a medical question during regular office hours?
	1
	Yes
	

	2
	No
	[SKIP to D5]



D4. In the last 6 months, when you contacted your ALS care team during regular office hours, how often did you get an answer to your medical question that same day?
	1
	Never
	

	2
	Sometimes
	

	3
	Usually
	

	4
	Always
	



D5. In the last 6 months, how many times did you visit with your ALS care team to get care? This includes telemedicine visits.
	1
	None
	

	2
	1 time
	

	3
	2 times
	

	4
	3 times 
	

	5
	4 times
	

	6
	5 to 9 times
	

	7
	10 or more times
	


D6. In the last 6 months, did your ALS care team order a blood test, x-ray, or other tests for you?
	1
	Yes
	

	2
	No
	[SKIP TO D8]



D7. In the last 6 months, when your ALS care team ordered a blood test, x-ray, or other tests for you, how often did someone from the office follow up to give you those results?
	1
	Never
	

	2
	Sometimes
	

	3
	Usually
	

	4
	Always
	



D8. In the last 6 months, did you take any prescription medicine?
	1
	Yes
	

	2
	No
	[SKIP TO D10]



D9. In the last 6 months, how often did you talk with someone from your ALS care team about all the prescription medicines you were taking?
	1
	Never
	

	2
	Sometimes
	

	3
	Usually
	

	4
	Always
	



D10. In the last 6 months, how often did your ALS care team explain things in a way that was easy to understand?
	1
	Never
	

	2
	Sometimes
	

	3
	Usually
	

	4
	Always
	



D11. In the last 6 months, how often did your ALS care team listen carefully to you?
	1
	Never
	

	2
	Sometimes
	

	3
	Usually
	

	4
	Always
	










Care Team Respect

D12. In the last 6 months, how often did your ALS care team respect your preferences?
	1
	Never
	

	2
	Sometimes
	

	3
	Usually
	

	4
	Always
	



D13. In the last 6 months, how often did your ALS care team seem to know the important information about your medical history?
	1
	Never
	

	2
	Sometimes
	

	3
	Usually
	

	4
	Always
	



D14. In the last 6 months, how often did your ALS care team show respect for what you had to say?
	1
	Never
	

	2
	Sometimes
	

	3
	Usually
	

	4
	Always
	



D15. In the last 6 months, how often did your ALS care team spend enough time with you?
	1
	Never
	

	2
	Sometimes
	

	3
	Usually
	

	4
	Always
	



D16. Overall, how satisfied are you with your ALS care team?
	1
	Extremely satisfied
	

	2
	Very satisfied
	

	3
	Satisfied
	

	4
	Dissatisfied
	

	5
	Very dissatisfied
	

	6
	Extremely dissatisfied
	




You are halfway through the survey! Keep up the great work!


[bookmark: _Toc87523564]
Block E – Costs of ALS care
The next set of questions is about your out-of-pocket costs related to your ALS and ALS care.
E1. Think about the types of goods and services related to ALS that cost you money. Do you spend money on any of the following goods or services? Check all that apply.
	1
	Copays or coinsurance for office visits 
	

	2
	Coinsurance for hospital stays
	

	3
	Copays or coinsurance for prescription medication
	

	4
	Over-the-counter medication
	

	5
	Equipment (e.g., cane, walker, commode, small equipment, lift chair, van, power wheelchair)
	

	6
	Medical devices (e.g., suction machine)
	

	7
	Complementary or alternative medicine (e.g., acupuncture)
	

	8
	Home health aides
	

	9
	Nursing home care
	

	10
	Tube feeds or nutritional supplements (e.g., Ensure)
	

	11
	Home accommodations (e.g., stairlifts, bathroom modifications, ramps)
	

	12
	Home services (e.g., help with cooking or cleaning)
	

	13
	Transportation and travel costs to visit a clinic or participate in studies
	

	14
	Additional childcare
	

	15
	Other (please specify)
	E1a

	16
	None of the above
	[EXCLUSIVE]

	17
	Don't know
	[EXCLUSIVE]



E1a. What are your other out-of-pocket expenses related to your ALS care? Please use a comma to separate your items.

E2. As a result of ALS, have you or a spouse experienced any of the following financial losses? Check all that apply.
	1
	You lost income due to unpaid sick leave from work 
	

	2
	You lost income due to disability
	

	3
	You lost income due to early retirement 
	

	4
	Your spouse or caregiver lost income due to unpaid family medical leave from work
	

	r5
	Your spouse or caregiver lost income due to early retirement 
	

	6
	Other (please specify)
	E2a

	7
	None of the above
	[EXCLUSIVE]

	8
	Don't know
	[EXCLUSIVE]


E2a.  What other financial losses have you or a spouse experienced as a result of ALS?
Please use a comma to separate your items.

E3. Approximately how many months/years of income did you lose due to unpaid sick leave? Choose the response closest to your answer.
	1
	6 months or less

	2
	1 year

	3
	2 years

	4
	3 years

	5
	More than 3 years



E4. Approximately how many months/years of income did you lose due to disability? Choose the response closest to your answer.
	1
	6 months or less

	2
	1 year

	3
	2 years

	4
	3 years

	5
	More than 3 years



E5. Approximately how many months/years sooner than planned did you retire? Choose the response closest to your answer.
	1
	6 months or less

	2
	1 year

	3
	2 years

	4
	3 years

	5
	More than 3 years



E6. Approximately how many months/years of income did your spouse or caregiver lose due to unpaid family medical leave? Choose the response closest to your answer.
	1
	6 months or less

	r2
	1 year

	3
	2 years

	4
	3 years

	5
	More than 3 years




E7. Approximately how many months/years sooner than planned did your spouse or caregiver retire? Choose the response closest to your answer.
	1
	6 months or less

	2
	1 year

	3
	2 years

	4
	3 years

	5
	More than 3 years


Clinical
Block F – Medication Usage

The following few questions are about medications that are approved to slow the progress of ALS: riluzole and edaravone (Radicava).
F1. Have you ever been offered riluzole or Radicava?
	1
	Yes, I have been offered riluzole only
	[SKIP TO F2]

	2
	Yes, I have been offered Radicava only
	[SKIP TO F3]

	3
	Yes, I have been offered both riluzole and Radicava
	[SKIP TO F4]

	4
	No, I have never been offered riluzole or Radicava
	[SKIP TO BLOCK G]



F2. You indicated you were offered riluzole only. Did you take riluzole?
	1
	Yes, I am currently taking riluzole
	[SKIP TO BLOCK G]

	2
	Yes, I took riluzole but stopped
	[SKIP TO BLOCK G]

	3
	No, I declined to take riluzole
	[SKIP TO BLOCK G]



F3. You indicated you were offered Radicava only. Did you take Radicava?
	1
	Yes, I am currently taking Radicava
	[SKIP TO BLOCK G]

	2
	Yes, I took Radicava but stopped
	[SKIP TO BLOCK G]

	3
	No, I declined to take Radicava
	[SKIP TO BLOCK G]



F4. You indicated you were offered both riluzole and Radicava. Did you take riluzole?
	1
	Yes, I am currently taking riluzole
	

	2
	Yes, I took riluzole but stopped
	

	3
	No, I declined to take riluzole
	



F5. You indicated you were offered both riluzole and Radicava. Did you take Radicava?
	1
	Yes, I am currently taking Radicava
	

	2
	Yes, I took Radicava but stopped
	

	3
	No, I declined to take Radicava
	














Block G- Functioning
(Rasch Overall ALS Disability Scale (ROADS))

This is a questionnaire about the relationship between your daily activities and your health. Your answers give information about how your ALS affects your daily and social activities and to what degree you are able to perform your usual activities.

Answer each question by selecting the correct box ("X"). If you are not sure about your ability to perform a task, you are still requested to select an answer that comes as close as possible to your judged ability to complete such a task. All questions should be completed. You can only choose one answer for each question. If your situation fluctuates, your response should be based on how you usually perform the task.

Please use the following guidelines for selecting your answer choice:
· [2] Normal: able to perform without difficulty.
· Select this option if you perform the task as easily and as quickly as you did before you had ALS symptoms. 
· In addition, this option indicates that you perform the task no differently now than you did before you had ALS symptoms.
· [1] With difficulty: able to perform, but with difficulty.
· Select this option if you can still perform the task, but it is harder to do or  takes more time or effort compared to before you had ALS symptoms. 
· Also, select this option if you can perform a task with the assistance of a device or with the assistance of another person.
· [0] Unable: unable to perform.
· Select this option if you cannot perform the task.

To what degree are you able to perform the following task?
	
	Task
	Unable to perform 
[0]
	With difficulty: able to perform but with difficulty 
[1]
	Normal: able to perform without difficulty 
[2]

	G1
	Nod yes or no?
	
	
	

	G2
	Ride in a car?
	
	
	

	G3
	Eat soup?
	
	
	

	G4
	Drink milkshake or smoothie?
	
	
	

	G5
	Sit on a toilet?
	
	
	

	G6
	Swallow pills?
	
	
	

	G7
	Blow out a candle?
	
	
	

	G8
	Eat dry food(e.g. Cornbread)?
	
	
	

	G9
	Speak on the phone?
	
	
	

	G10
	Drink out of a glass? 
	
	
	

	G11
	Eat a large meal?
	
	
	

	G12
	Sign name on a paper?
	
	
	

	G13
	Get into bed?
	
	
	

	G14
	Roll over in bed?
	
	
	

	G15
	Take a shower?
	
	
	

	G16
	Use a knife and fork? 
	
	
	

	G17
	Walk around your home?
	
	
	

	G18
	Move a chair?
	
	
	

	G19
	Speak in a loud room?
	
	
	

	G20
	Speak for hours?
	
	
	

	G21
	Clip nails?
	
	
	

	G22
	Walk up 1 flight of stairs?
	
	
	

	G23
	Walk up a hill?
	
	
	

	G24
	Climb a stepstool?
	
	
	

	G25
	Get up from the floor?
	
	
	

	G26
	Carry an object going downstairs?
	
	
	

	G27
	Stand for hours?
	
	
	

	G28
	Get heavy objects off a shelf?
	
	
	

























You are almost finished. You have completed 75% of the survey.


Block H – Quality of Life (based on Revised ALSSQOL)

The questions in this next section begin with a statement followed by a scale that extends from one extreme answer to its opposite. Please select the number between 0 and 10 which is most true for you. There are no right or wrong answers. Complete honesty will be the most helpful answer.

Example:  
Over the past 7 days, I have been hungry.
· If you were not even a little bit hungry in the past 7 days, you should select 0. 
· If you felt a little hungry in the past 7 days (like you just finished a meal but still have room for dessert), you might select 1, 2, or 3.
· If you felt moderately hungry in the past 7 days (like mealtime is approaching), you might select 4, 5, or 6. 
· If you felt very hungry in the past 7 days (like you haven't eaten all day), you might select 7, 8, or 9. 
· If you felt extremely hungry in the past 7 days, you should select 10.

	
	
	Not at all
	
	
	
	
	
	
	
	
	
	Extremely

	H0.
	Over the past 7 days, I have been hungry
	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10



Please assess your overall quality of life over the past week (7 days): 
	
	
	Very bad
	
	
	
	
	
	
	
	
	
	Excellent

	H1.
	Considering all parts of my life – physical, emotional, social, spiritual, and financial – over the past week, the quality of my life has been.
	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10



Please rate the following symptoms and experiences according to how much of a problem each one has been for you over the past week (7 days): 
	
	
	No Problem
	
	
	
	
	
	
	
	
	
	Tremendous 
Problem

	H2.
	Pain
	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10

	H3.
	Fatigue
	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10

	H4.
	Eating
	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10

	H5.
	Excessive saliva
	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10

	H6.
	Mucous in my throat
	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10

	H7.
	Speaking
	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10

	H8.
	My strength and ability to move
	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10

	H9.
	Sleep
	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10

	H10.
	Bowel and bladder (constipation, diarrhea, poor control)
	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10



Please rate the following statement according to how strongly you agree or disagree with each of them based on how you have felt or what you have experienced over the past week (7 days).
	
	
	Strongly Disagree
	
	
	
	
	
	
	
	
	
	Strongly Agree

	H11.
	I have felt physically terrible.
	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10

	H12.
	My life has been purposeful and meaningful.  
	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10

	H13.
	I have been coping with my illness.
	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10

	H14.
	I believe I have control over my life. 
	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10

	H15.
	When I have thought about my life, I  feel that my life, to this point, has been worthwhile.
	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10

	H16.
	The world has been caring and responsive to my needs. 
	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10

	H17.
	I have felt supported.
	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10

	H18.
	ALS has interfered with the important things in my life.
	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10

	H19.
	The past week has been a gift.
	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10

	H20. 
	I have felt good about myself as
a person.
	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10

	H21. 
	When I have thought about my whole life, I thought that I have achieved my life’s goals.
	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10

	H22.
	Whatever the future holds, I know that things will be ok.
	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10


Please respond about how you have felt or what you have experienced over the past week (7 days).
	
	

	Not at All
	
	
	
	
	
	
	
	
	
	Very Much 

	H23.
	I have been depressed.
	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10

	H24.
	My religion has been a source of strength or comfort to me.
	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10

	H25.
	Communication has been a problem.
	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10

	H26.
	When I have thought of the future, I have been afraid.
	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10

	H27.
	Relationships with those closest to me have been satisfying.
	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10

	H28.
	I have been interested in other people or things.
	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10

	H29.
	I have been nervous or worried.
	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10

	H30.
	I consider myself to have been religious or spiritual.
	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10

	H31.
	I enjoyed spending time with other people.
	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10

	H32. 
	I have felt helpless.
	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10

	H33. 
	I have felt hopeless.
	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10

	H34.
	I have enjoyed the beauty of my surroundings.
	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10



Please respond about how you have felt or what you have experienced over the past week (7 days).
	
	
	Never
	
	
	
	
	
	
	
	
	
	Very Often 

	H35.
	I have felt sad.
	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10

	H36.
	I have prayed to God.
	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10

	H37.
	I have laughed.
	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10

	H38.
	I was excited about or looked forward to something.
	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10

	H39.
	I have engaged in religious
practices in my home or in my community.
	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10










The following statements are about social contact (for example, visits from family and friends). Please think about your experiences with or how you have felt about social contact in the past week (7days), and use the scales provided below to respond. 
	

	
	Strongly Disagree
	
	
	
	
	
	
	
	
	
	Strongly Agree

	H40.
	My desire for social contact has been strong in the past week.
	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10

	
	
	Never
	
	
	
	
	
	
	
	
	
	Very Often

	H41.
	Family and friends have visited me in the past week.
	
0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	
10

	
	
	Not at All
	
	
	
	
	
	
	
	
	
	Very Much 


	H42.
	Visits from family and friends have been satisfying in the past week.
	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10



[bookmark: _Hlk108467646]The following statements are about emotional intimacy (for example, sharing deep, private thoughts; feeling connected). Please think about your experiences with or how you have felt about emotional intimacy in the past week (7days), and use the scales provided to respond.
	
	
	
	Strongly Disagree
	
	
	
	
	
	
	
	
	
	Strongly Agree

	H43.
	
	My desire for emotional intimacy has been strong in the past week
	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10

	
	
	
	Never
	
	
	
	
	
	
	
	
	
	Very Often

	H44.
	
	I have shared emotional intimacy with others in the past week.
	0
[SKIP TO H46]

	1
	2
	3
	4
	5
	6
	7
	8
	9
	10

	
	
	
	Not at All
	
	
	
	
	
	
	
	
	
	Very Much 

	H45.
	
	Emotional intimacy with others has been satisfying in the past week.
	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10


The following statements are about physical intimacy (for example touching, hugging, kissing). Please think about your experiences with or how you have felt about physical intimacy in the past week (7 days), and use the scales provided to respond. 

	
	
	Strongly Disagree
	
	
	
	
	
	
	
	
	
	Strongly Agree

	H46.
	My desire for physical intimacy has been strong in the past week
	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10

	
	
	Never
	
	
	
	
	
	
	
	
	
	Very Often

	H47.
	I have shared physical intimacy with others in the past week.
	0
[SKIP TO H49]

	1
	2
	3
	4
	5
	6
	7
	8
	9
	10

	
	
	Not at All
	
	
	
	
	
	
	
	
	
	Very Much 

	H48.
	Physical intimacy with others has been satisfying in  the past week.
	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10



The following statements are about sexual intercourse. Please think about your experiences with or how you have felt about sexual intercourse in the past week, and use the scales provided to respond. 
	
	
	Strongly Disagree
	
	
	
	
	
	
	
	
	
	Strongly Agree

	H49.
	My desire for sexual intercourse has been strong in the past week
	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10

	
	
	Never
	
	
	
	
	
	
	
	
	
	Very Often

	H50.
	I have shared sexual intercourse with others in the past week.
	0
[SKIP TO BLOCK D]

	1
	2
	3
	4
	5
	6
	7
	8
	9
	10

	
	
	Not at All
	
	
	
	
	
	
	
	
	
	Very Much 

	
H51.
	My sexual relationship with others has been satisfying in the past week.
	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10


[bookmark: _Toc87523565]


Block I - Clinical history

This brief section includes three questions about your clinical history.

I1. At what age did your ALS symptoms begin? Years old       

I2. At what age was your ALS diagnosed? Years old       

I3. In what part of your body did you first notice ALS symptoms? Check all that apply.
	1
	Speech and swallowing
	

	2
	Arms
	

	3
	Legs
	

	4
	Breathing
	

	5
	Other (please specify)
	I3a



I3a. What other part of your body did you first notice ALS symptoms? Please use a comma to separate items.




















BLOCK J - Patient demographics

You are near the end of the survey. This is the final section and it includes a few demographic questions.

J1. What is your age ?
[bookmark: Text3]     

J2. How do you describe your sex?
	1
	Male
	

	2
	Female
	

	3
	Intersex
	

	4
	Prefer not to answer
	

	5
	Other
	J2a



J3. Which of the following best describes your relationship status?
	1
	Married
	

	2
	Living with a partner
	

	3
	Divorced/separated
	

	4
	Widowed
	

	5
	Single
	

	6
	Prefer not to answer
	



J4. What is the highest level of education you have completed?
	1
	Some high school or less 	

	2
	Completed high school/GED

	3
	Completed technical or trade school 

	4
	Completed a 2-year college degree

	¦5
	Completed a 4-year college degree

	6
	Completed a post-graduate degree

	7
	Prefer not to answer



J5. Which of the following race/ethnic groups best describes you? Select all that apply.
	1
	African American or Black

	2
	Asian or Pacific Islander

	3
	Caucasian or White

	4
	American Indian, Alaskan Native

	5
	Hispanic or Latino

	6
	Multi-racial or biracial

	7
	Other (please specify)                                                       J5a



J5a. How do you describe your race/ethnicity?


J6. Which type of insurance, if any, do you have? Select all that apply.
	1
	Medicare
	

	2
	Medicaid
	

	3
	Other government insurance (e.g., TriCare)
	[GO TO J6a]

	4
	Private insurance through an employer
	

	5
	Private insurance through a state or Federal exchange (e.g., Healthcare.gov)
	

	6
	Private insurance through another source
	

	7
	Other
	[GO TO J6b]

	8
	I do not have any insurance
	[Exclusive]

	9
	I don't know/not sure
	[Exclusive]



J6a. Which other type of government insurance do you have? Please use a comma to separate items.

J6b. Which other type of insurance do you have? Please use a comma to separate items.

J7. How would you describe your employment status?
	1
	Employed full time (30+ hours)
	

	2
	Employed part-time
	

	3
	Not currently employed
	

	4
	Retired
	

	5
	Homemaker
	

	6
	Full-time student
	



J8. Which of the following best describes your annual household income before taxes?
	1
	Less than $25,000

	2
	$25,000 to $49,999 

	3
	$50,000 to $74,999

	4
	$75,000 to $99,999

	5
	$100,000 to $149,999

	6
	$150,000 to $199,999

	7
	$200,000 or more

	8
	Prefer not to answer



J9. In which state do you reside? [DROP DOWN BOX WITH THE FOLLOWING CATEGORIES]
	1
	AL
	
	18
	KY
	
	35
	ND

	2
	AK
	
	19
	LA
	
	36
	OH

	3
	AZ
	
	20
	ME
	
	37
	OK

	4
	AR
	
	21
	MD
	
	38
	OR

	5
	CA
	
	22
	MA
	
	39
	PA

	6
	CO
	
	23
	MI
	
	40
	RI

	7
	CT
	
	24
	MN
	
	41
	SC

	8
	DC
	
	25
	MS
	
	42
	SD

	9
	DE
	
	26
	MO
	
	43
	TN

	10
	FL
	
	27
	MT
	
	44
	TX

	11
	GA
	
	28
	NE
	
	45
	UT

	12
	HI
	
	29
	NV
	
	46
	VT

	13
	ID
	
	30
	NH
	
	47
	VA

	14
	IL
	
	31
	NJ
	
	48
	WA

	15
	IN
	
	32
	NM
	
	49
	WV

	16
	IA
	
	33
	NY
	
	50
	WI

	
	
	
	
	
	
	
	

	17
	KS
	
	34
	NC
	
	51
	WY




























Thank you for participating in our survey. Your responses will help us understand how we can best provide ALS care in the future.
[bookmark: _Caregiver_Survey]Survey 100% complete.


Caregiver Survey

Block AA – Preferences

Healthcare for ALS can be provided in different ways. We are interested in what is most important to you about how ALS healthcare is provided for your loved one. 

There are many considerations in choosing ALS healthcare providers. 
On the next page, you will view six factors to consider regarding ALS healthcare.

Length of each visit: Visits to the ALS care team can range from a short amount of time to many hours. “Length of visit” refers to the total amount of time spent during a single visit. (Do not include travel time for in-person visits.)

AA1. What is your average length of visit for ALS care?
	1
	Less than 1 hour
	

	2
	1 – 2 hours
	

	3
	2 – 3 hours
	

	4
	More than 3 hours
	



Number of visits: Visits to the ALS care team can require one visit every 3 months where the person living with ALS (PALS) sees many different providers in one visit 
Or the PALS has a series of different visits to different providers at different facilities within 3 months. “Number of visits” refers to the total number of visits required for ALS care within a 3-month period.

AA2. What is the average number of visits that are required for the PALS to see their entire ALS care team?
	1
	1 visit
	

	2
	1-2 visits
	

	3
	2-3 visits
	

	4
	More than 3 visits
	



Total number of copays per visit: Typically, persons living with ALS (PALS) pay one copay per visit for healthcare. But some ALS care centers where the patient sees multiple providers in one visit may require multiple copays for a single visit. “Total number of copays per visit” refers to the total number of copays the patient pays each time they visit the ALS care center.

AA3. On average, what is the total number of copays per visit for ALS healthcare?
	1
	1 copay
	

	2
	2 copays
	

	3
	3 copays
	

	4
	4 or more copays
	

	5
	Not sure
	



Team-based care: Some ALS health providers work as a team consulting with one another and meet regularly to discuss PALS as a group. In contrast, some ALS providers work independently. “Team-based care” refers to a group of ALS providers, such as neurologists, physical therapist, speech therapist, etc.., from different disciplines working together in one location to provide ALS care.

AA4. Does the PALS currently receive team-based care?
	1
	Yes
	

	2
	No
	

	3
	Not sure
	



Access to clinical trials: A clinical trial is a research study using human volunteers (also called participants) that is intended to add to medical knowledge.  Some physicians have more information about clinical trials and can more easily enroll PALS in trials. “Access to clinical trials” refers to how much knowledge the ALS care team has about clinical trials and their ability to recommend appropriate clinical trials.

AA5. Has the ALS care team discussed clinical trial options with you and/or the PALS or referred the PALS to a clinical trial?
	1
	Yes
	

	2
	No
	

	¦3
	Not sure
	



More ALS expertise: ALS expertise refers to providers who have more experience treating PALS.

AA6. Did you seek out a physician because of specific ALS expertise?
	1
	Yes
	

	2
	No
	

	3
	Not sure
	



Next, you will be shown 10 tasks. In each task you are shown a set of three characteristics of the different styles of providing care. For each set, we want you to choose the most important characteristic to you and the least important to you.








Example task:
Here is an example. Tom was shown the following set of characteristics. He chose the most important thing to him (ALS expertise) and the least important thing to him (number of visits).

	Which is the most important and least important thing about the way ALS care is delivered?

	 
	Most important
	Least important

	Team-based care
	 
	 

	Number of visits
	 
	X

	ALS expertise
	X
	 



Now it is your turn. 

AA7.     Matrix group name: aatb7
	Which is the most important and least important thing about the way ALS care is delivered?

	 
	Most important
	Least important

	AA7a  Length of visit
	☐
	☐

	AA7b  Number of visits
	☐
	☐

	AA7c  Access to clinical trials
	☐
	☐



AA8.	Matrix group name: aatb8
	Which is the most important and least important thing about the way ALS care is delivered?

	 
	Most important
	Least important

	AA8a  Length of visit
	☐
	☐

	AA8b  Number of visits
	☐
	☐

	AA8c  ALS expertise
	☐
	☐



AA9.	Matrix group name: aatb9
	Which is the most important and least important thing about the way ALS care is delivered?

	 
	Most important
	Least important

	AA9a  Length of visit
	☐
	☐

	AA9b  Number of copays
	☐
	☐

	AA9c  Team-based care
	☐
	☐


AA10.	Matrix group name: aatb10
	Which is the most important and least important thing about the way ALS care is delivered?

	 
	Most important
	Least important

	AA10a  Length of visit
	☐
	☐

	AA10b  Number of copays
	☐
	☐

	AA10c  ALS expertise
	☐
	☐



AA11.	Matrix group name: aatb11
	Which is the most important and least important thing about the way ALS care is delivered?

	 
	Most important
	Least important

	AA11a   Length of visit
	☐
	☐

	AA11b  Team-based care
	☐
	☐

	AA11c  Access to clinical trials
	☐
	☐



AA12.	Matrix group name: aatb12
	Which is the most important and least important thing about the way ALS care is delivered?

	 
	Most important
	Least important

	AA12a  Number of visits
	☐
	☐

	AA12b  Number of copays
	☐
	☐

	AA12c  Team-based care
	☐
	☐



AA13.	Matrix group name: aatb13
	Which is the most important and least important thing about the way ALS care is delivered?

	 
	Most important
	Least important

	AA13a  Number of visits
	☐
	☐

	AA13b  Number of copays
	☐
	☐

	AA13c  Access to clinical trials
	☐
	☐






AA14.	Matrix group name: aatb14
	Which is the most important and least important thing about the way ALS care is delivered?

	 
	Most important
	Least important

	AA14a  Number of visits
	☐
	☐

	AA14b  Team-based care
	☐
	☐

	AA14c  ALS expertise
	☐
	☐



AA15.	Matrix group name: aatb15
	Which is the most important and least important thing about the way ALS care is delivered?

	 
	Most important
	Least important

	AA15a Number of copays
	☐
	☐

	AA15b Access to clinical trials
	☐
	☐

	AA15c ALS expertise
	☐
	☐



AA16.	Matrix group name: aatb16
	Which is the most important and least important thing about the way ALS care is delivered?

	 
	Most important
	Least important

	AA16a Team-based care
	☐
	☐

	AA16b Access to clinical trials
	☐
	☐

	AA16c ALS expertise
	☐
	☐







Block BB - Care Models for ALS

Next, we describe three different ways in which ALS healthcare can be provided. We describe each and ask what you think of each.

Traditional office visits are visits in which PALS see one provider per visit. To receive all their ALS care, PALS need to have multiple visits. 
For example, PALS may see a physician during one visit and make separate appointments to see other providers, such as physical, respiratory, or occupational therapists. 
These visits will be shorter, but PALS will have more frequent visits, and care may be divided across different hospitals or health systems.  
BB1. How likely is the PALS to seek care from a traditional office?
	1
	Extremely likely
	

	2
	Somewhat likely
	

	3
	Unlikely
	



Multidisciplinary clinics are specialized clinics that allow PALS to receive care from many providers in one single visit. 
For example, in one visit, PALS may see many or all of the following providers: physician, physical therapist, occupational therapist, speech therapist and/or swallowing professional, dietician, social worker, respiratory therapist/pulmonologist, and nurse case manager. 
These visits can be very long (over 3 hours), but PALS will have fewer visits overall. In addition, these clinics coordinate care and communicate with your primary care physician.

BB2. How likely is the PALS to seek care from a multidisciplinary clinic?
	1
	Extremely likely
	

	2
	Somewhat likely
	

	3
	Unlikely
	



Triage clinics are also specialized clinics that allow PALS to receive care from many providers in one single visit, but PALS may not receive all their ALS care during a single visit. The providers PALS see during a visit will be determined on the day of the visit. Visits start with a nurse case manager who will assess who else the PALS need to see that day.  For example, in one visit, PALS may see a few of the following providers, but not all: physician, physical therapist, occupational therapist, speech therapist and/or swallowing professional, dietician, social worker, respiratory therapist/pulmonologist.  These visits can be longer than traditional office visits but not as long as visits to a multidisciplinary clinic. These clinics coordinate care and communicate with the PALS primary care physician.

BB3. How likely is the PALS to seek care from a triage clinic?
	1
	Extremely likely
	

	2
	Somewhat likely
	

	3
	Unlikely
	



BB4. Which style of care best describes the way the PALS currently receives ALS care?
	1
	Multidisciplinary clinics
	

	2
	Triage clinics
	

	3
	Traditional office
	

	4
	I don't know
	



Please rank these different styles of providing care for ALS from most preferred to least preferred.
	 
	Multidisciplinary clinics
	Triage clinics
	Traditional office visits

	BB5. Most preferred
	 1
	 2
	 3

	BB6. Middle preferred
	 1
	 2
	 3

	BB7. Least preferred
	 1
	 2
	 3



Great work so far!  You have completed 25% of the survey!


This next section includes questions about the quality of ALS care the person living with ALS (PALS) received.

[bookmark: _Toc87523568]Block CC – Quality of Care (based on the ALS quality measures approved by the American Academy of Neurology)

CC1. In the last year, did the ALS care team develop or update a multidisciplinary care plan (a plan with input from many providers such as a physical therapist, dietician, physician, etc.)?
	1
	Yes
	

	2
	No
	

	3
	I don’t know
	



CC2. In the last 6 months, did someone from the ALS care team talk about medications that slow the progression of ALS, such as riluzole or Radicava?
	1
	Yes
	

	2
	No
	



CC3. In the last 12 months, did someone from the ALS care team screen for cognitive and behavioral impairment?
	1
	Yes
	

	2
	No
	

	3
	I don’t know
	



CC4. Has someone from the ALS care team offered treatment for ALS-related symptoms like drooling/excessive salivation or uncontrollable laughing or crying?
	1
	Yes
	

	2
	No
	

	3
	I don’t know
	



CC5. In the last 3 months, has someone from the ALS care team asked about respiratory/breathing insufficiency and referred them for pulmonary function tests?
	1
	Yes
	

	2
	No
	

	3
	I don’t know
	



CC6. Has someone from the ALS care team told them they have respiratory/breathing insufficiency?
	1
	Yes
	

	2
	No
	[SKIP TO C8]

	3
	I don’t know
	


CC7. In the last 12 months, has someone from the ALS care team discussed treatment options for respiratory support (e.g., noninvasive ventilation or assisted cough)?
	1
	Yes
	

	2
	No
	

	3
	I don’t know
	



CC8. In the last 3 months, has someone from the ALS care team screened them for swallowing problems, weight loss or impaired nutrition?
	1
	Yes
	

	2
	No
	

	3
	I don’t know
	



CC9. Has someone from the ALS care team told them they have swallowing problems, weight loss or impaired nutrition?
	1
	Yes
	

	2
	No
	[SKIP TO C11]

	3
	I don’t know
	




CC10. In the last 12 months, has someone from the ALS care team offered them feeding tube support?
	1
	Yes
	

	2
	No
	

	3
	I don’t know
	



CC11. Has someone from the ALS care team told them they have slurred speech because of damaged, paralyzed or weakened speech muscles?
	1
	Yes
	

	2
	No
	[SKIP TO C13]

	3
	I don’t know
	



CC12. In the last 12 months, has someone from the ALS care team offered them a referral to a speech therapist for communication support or evaluation?
	1
	Yes
	

	2
	No
	

	3
	I don’t know
	



CC15. In the last 12 months, has the ALS care team asked about falls?
	1
	Yes
	

	2
	No
	

	3
	I don't know
	



CC13. In the last 12 months, has the ALS care team offered help in planning for end-of-life issues (e.g., advanced directives, invasive ventilation, hospice)?
	1
	Yes
	

	2
	No
	[SKIP TO C15]

	3
	I don't know
	



CC14. What types of end-of-life planning have been offered to the person living with ALS (PALS)? Select all that apply.
	1
	Assessment of their concerns, desires and needs
	

	2
	Assistance in creating an advanced directive
	

	3
	Asked about their wishes regarding care and advanced directives
	

	4
	Discussed their preferences for life-sustaining treatments
	

	5
	Discussed options for respiratory support if they develop trouble breathing
	

	6
	Discussed their preferences for treatment of pain
	

	7
	Decisions about invasive ventilation
	

	8
	Been provided with early referral to hospice
	

	9
	None of the above
	[EXCLUSIVE]

	10
	Don't know
	[EXCLUSIVE]



Block DD: Caregiver Experience
(modified from Consumer Assessment of Healthcare Providers and Systems; CAHPS, Version 3.0, Update July 1, 2015)

The next section includes questions are about experiences the person living with ALS (PALS) has had with their ALS care.

DD1. In the last 6 months, did you or the PALS contact the ALS care team to get an appointment for something that needed care right away?
	1
	Yes
	

	2
	No
	[SKIP TO DD3]



DD2. In the last 6 months, when the ALS care team was contacted to get an appointment for care needed right away, how often did you get an appointment as soon as you needed?
	1
	Never
	

	2
	Sometimes
	

	3
	Usually
	

	4
	Always
	



DD3. In the last 6 months, did you or the PALS contact the ALS care team with a medical question during regular office hours?
	1
	Yes
	

	2
	No
	[SKIP TO DD5]



DD4. In the last 6 months, when the ALS care team was contacted during regular office hours for a medical question, how often did you get an answer to the medical question that same day?
	1
	Never
	

	2
	Sometimes
	

	3
	Usually
	

	4
	Always
	



DD5. In the last 6 months, how many times did the PALS visit the ALS care team to get care?
	1
	None
	

	2
	1 time
	

	3
	2 times
	

	4
	3 times
	

	5
	4 times
	

	6
	5 to 9 times
	

	7
	10 or more times
	



DD6. In the last 6 months, did the ALS care team order a blood test, x-ray, or other tests for them?
	1
	Yes
	

	2
	No
	[SKIP TO DD8]



DD7. In the last 6 months, when the ALS care team ordered a blood test, x-ray, or other tests, how often did someone from the office follow up to give you and/or the PALS those results?
	1
	Never
	

	2
	Sometimes
	

	3
	Usually
	

	4
	Always
	



DD8. In the last 6 months, did the patient take any prescription medicine?
	1
	Yes
	

	2
	No
	[SKIP TO DD10]



DD9. In the last 6 months, how often did the patient and someone from their ALS care team talk about all the prescription medicines they were taking?
	1
	Never
	

	2
	Sometimes
	

	3
	Usually
	

	4
	Always
	



DD10. In the last 6 months, how often did the ALS care team explain things in a way that was easy to understand?
	1
	Never
	

	2
	Sometimes
	

	3
	Usually
	

	4
	Always
	



DD11. In the last 6 months, how often did the ALS care team listen carefully to you?
	1
	Never
	

	2
	Sometimes
	

	3
	Usually
	

	4
	Always
	







Care Team Respect

DD12. In the last 6 months, how often did the ALS care team respect your preferences?
	1
	Never
	

	2
	Sometimes
	

	3
	Usually
	

	4
	Always
	



DD13. In the last 6 months, how often did the ALS care team seem to know the important information about the PALS medical history?
	1
	Never
	

	2
	Sometimes
	

	3
	Usually
	

	4
	Always
	



DD14. In the last 6 months, how often did the ALS care team show respect for what you or the PALS had to say?
	1
	Never
	

	2
	Sometimes
	

	3
	Usually
	

	4
	Always
	




DD15. In the last 6 months, how often did the ALS care team spend enough time with the PALS?
	1
	Never
	

	2
	Sometimes
	

	3
	Usually
	

	4
	Always
	



DD16. Overall, how satisfied are you with the ALS care team?
	1
	Extremely satisfied
	

	2
	Very satisfied
	

	3
	Satisfied
	

	4
	Dissatisfied
	

	5
	Very dissatisfied
	

	6
	Extremely dissatisfied
	






You are halfway through the survey! Keep up the great work!
[bookmark: _Toc87523571]
Block EE – Costs of ALS care

The next set of questions is about out-of-pocket costs related to ALS and ALS care for you and/or the person living with ALS (PALS).

EE1. Think about the types of goods and services related to ALS that cost you or the PALS. Do either of you spend money on any of the following goods or services? Check all that apply.
	1
	Copays or coinsurance for office visits 
	

	2
	Coinsurance for hospital stays
	

	3
	Copays or coinsurance for prescription medication
	

	4
	Over-the-counter medication
	

	5
	Equipment (e.g., cane, walker, commode, small equipment, lift chair, van, power wheelchair)
	

	6
	Medical devices (e.g., suction machine)
	

	7
	Complementary or alternative medicine (e.g., acupuncture)
	

	8
	Home health aides
	

	9
	Nursing home care
	

	10
	Tube feeds or nutritional supplements (e.g., Ensure)
	

	11
	Home accommodations (e.g., stairlifts, bathroom modifications, ramps)
	

	12
	Home services (e.g., help with cooking or cleaning)
	

	13
	Transportation and travel costs to visit a clinic or participate in studies
	

	14
	Additional childcare
	

	15
	Other (please specify)
	[GO TO EE1a]

	16
	None of the above
	[EXCLUSIVE]

	17
	Don't know
	[EXCLUSIVE]



[bookmark: _Hlk109680430]EE1a. What are your other out-of-pocket expenses related to your ALS care? Please use a comma to separate your items.

EE2. As a result of ALS, have you or the person living with ALS (PALS) experienced any of the following financial losses? Check all that apply.
	1
	PALS lost income due to unpaid sick leave from work
	

	2
	PALS lost income due to disability
	

	3
	PALS lost income due to early retirement
	

	4
	You (or another caregiver) lost income due to unpaid family medical leave from work 
	

	5
	You (or another caregiver) lost income due to early retirement 
	

	6
	Other (please specify)
	

	16
	None of the above
	[EXCLUSIVE]

	17
	Don't know
	[EXCLUSIVE]



EE2a. What other financial losses have you or the person living with ALS (PALS) experienced as a result of ALS? Please use a comma to separate your items.

[bookmark: _Hlk109680496]EE3. Approximately how many months/years of income did the PALS lose due to unpaid sick leave? Choose the response closest to your answer.
	1
	6 months or less

	2
	1 year

	3
	2 years

	4
	3 years

	5
	More than 3 years



EE4. 
Approximately how many months/years of income did the PALS lose due to disability? Choose the response closest to your answer.
	1
	6 months or less

	2
	1 year

	3
	2 years

	4
	3 years

	5
	More than 3 years



EE5. Approximately how many months/years sooner than planned did the PALS retire? Choose the response closest to your answer.
	1
	6 months or less

	2
	1 year

	3
	2 years

	4
	3 years

	5
	More than 3 years



EE6. Approximately how many months/years of income did you or another caregiver lose due to unpaid family medical leave? Choose the response closest to your answer. 
	1
	6 months or less

	2
	1 year

	3
	2 years

	4
	3 years

	5
	More than 3 years



EE7. Approximately how many months/years sooner than planned did you or another caregiver retire? Choose the response closest to your answer.
	1
	6 months or less

	2
	1 year

	3
	2 years

	4
	3 years

	5
	More than 3 years



Clinical
Block FF – Medication Usage

The next few questions are about medications that are approved to slow the progression of ALS: riluzole and edaravone (Radicava).

FF1. Has the person living with ALS ever been offered riluzole or Radicava?
	1
	Yes, they have been offered riluzole only
	[SKIP TO FF2]

	2
	Yes, they have been offered Radicava only
	[SKIP TO FF3]

	3
	Yes, they have been offered both riluzole and Radicava
	[SKIP TO FF4]

	4
	No, they have never been offered riluzole or Radicava
	[SKIP TO BLOCK GG]



FF2. You indicated the patient was offered riluzole only. Did they take riluzole?
	1
	Yes, they are currently taking riluzole
	[SKIP TO BLOCK GG]

	2
	Yes, they took riluzole but stopped
	[SKIP TO BLOCK GG]

	3
	No, they declined to take riluzole
	[SKIP TO BLOCK GG]



FF3. You indicated the patient was offered Radicava only. Did they take Radicava?
	1
	Yes, they are currently taking Radicava
	[SKIP TO BLOCK GG]

	2
	Yes, they took Radicava but stopped
	[SKIP TO BLOCK GG]

	3
	No, they declined to take Radicava
	[SKIP TO BLOCK GG]



FF4. You indicated the patient was offered both riluzole and Radicava. Did they take riluzole?
	1
	Yes, they are currently taking riluzole
	

	2
	Yes, they took riluzole but stopped
	

	3
	No, they declined to take riluzole
	



FF5. You indicated the patient was offered both riluzole and Radicava. Did they take Radicava?
	1
	Yes, they are currently taking Radicava
	

	2
	Yes, they took Radicava but stopped
	

	3
	No, they declined to take Radicava
	





Block GG: Functioning
(Rasch Overall ALS Disability Scale (ROADS))
This is a questionnaire about the relationship between the PALS daily activities and their health. Your answers give information about how ALS affects their daily and social activities and to what degree they are able to perform their usual activities.

Answer each question by selecting the correct box ("X"). If you are not sure about the PALS ability to perform a task, mark an answer that comes as close as possible to your judgment of their ability to complete such a task. All questions should be completed. You can only choose one answer for each question. If the PALS’ situation fluctuates, your answer should be based on how they usually perform the task.

Please use the following guidelines for selecting your answer choice:
· [2] Normal: able to perform without difficulty.
· Select this option if PALS perform the task as easily and as quickly as they did before they had ALS symptoms. 
· In addition, this option indicates that they can perform the task no differently now than they did before they had ALS symptoms.
· [1] With difficulty: able to perform, but with difficulty.
· Select this option if PALS can still perform the task, but it is harder to do or takes more time or effort compared to before they had ALS symptoms. 
· Also, select this option if they can perform a task with the assistance of a device or with the assistance of another person.
· [0] Unable: unable to perform.
· Select this option if PALS cannot perform the task.

To what degree is your PALS able to perform the following task? 
	
	Task
	Unable to perform 
[0]
	With difficulty: able to perform but with difficulty 
[1]
	Normal: able to perform without difficulty 
[2]

	GG1
	Nod yes or no?
	
	
	

	GG2
	Ride in a car?
	
	
	

	GG3
	Eat soup?
	
	
	

	GG4
	Drink milkshake or smoothie?
	
	
	

	GG5
	Sit on a toilet?
	
	
	

	GG6
	Swallow pills?
	
	
	

	GG7
	Blow out a candle?
	
	
	

	GG8
	Eat dry food(e.g. Cornbread)?
	
	
	

	GG9
	Speak on the phone?
	
	
	

	GG10
	Drink out of a glass? 
	
	
	

	GG11
	Eat a large meal?
	
	
	

	GG12
	Sign name on paper?
	
	
	

	GG13
	Get into bed?
	
	
	

	GG14
	Roll over in bed?
	
	
	

	GG15
	Take a shower?
	
	
	

	GG16
	Use a knife and fork? 
	
	
	

	GG17
	Walk around your home?
	
	
	

	GG18
	Move a chair?
	
	
	

	GG19
	Speak in a loud room?
	
	
	

	GG20
	Speak for hours?
	
	
	

	GG21
	Clip nails?
	
	
	

	GG22
	Walk up 1 flight of stairs?
	
	
	

	GG23
	Walk up a hill?
	
	
	

	GG24
	Climb a stepstool?
	
	
	

	GG25
	Get up from the floor?
	
	
	

	GG26
	Carry an object going downstairs?
	
	
	

	GG27
	Stand for hours?
	
	
	

	GG28
	Get heavy objects off a shelf?
	
	
	



























You are almost finished.  You have completed 75% of the survey.

Block HH_B Quality of Life
BLOCK HH_B: Caregiver burden (Caregiver Burden scale, Zarit et al.)

The next section is about how caring for someone with ALS impacts your life.

Read each statement and rate it.

In general, how often…  
	
	
	Never
	Rarely
	Sometimes
	Frequently
	Nearly always

	HH_B1.
	Do you feel that your PALS asks for more help than they needs?
	0
	1
	2
	3
	4

	HH_B2.
	Do you feel that you don't have enough time for yourself because of the time spent with your PALS?
	0
	1
	2
	3
	4

	HH_B3.
	Do you feel stressed between caring for your PALS and trying to meet other responsibilities for your family or work? 
	0
	1
	2
	3
	4

	HH_B4.
	Do you feel embarrassed over your PALS behavior?
	0
	1
	2
	3
	4

	HH_B5. 
	Do you feel angry when you are around your PALS?
	0
	1
	2
	3
	4

	HH_B6. 
	Do you feel that your PALS currently affects your relationship with other family members or friends in a negative way?
	0
	1
	2
	3
	4

	HH_B7. 
	Are you afraid of what the future holds for your PALS? 
	0
	1
	2
	3
	4

	HH_B8. 
	Do you feel your PALS is dependent on you?
	0
	1
	2
	3
	4

	HH_B9. 
	Do you feel strained when you are around your PALS
	0
	1
	2
	3
	4

	HH_B10.
	Do you feel your health has suffered because of your involvement with your PALS? 
	0
	1
	2
	3
	4

	HH_B11.
	Do you feel that you don't have as much privacy as you would like because of your PALS?
	0
	1
	2
	3
	4

	HH_B12.
	Do you feel that your social life has suffered because you are caring for your PALS? 
	0
	1
	2
	3
	4

	HH_B13.
	Do you feel uncomfortable about having friends over because of your PALS? 
	0
	1
	2
	3
	4

	HH_B14.
	Do you feel that your PALS seems to expect you to take care of them as if you were the only one they could depend on?
	0
	1
	2
	3
	4

	HH_B15. 
	Do you feel that you don't have enough money to take care of your PALS in addition to the rest of your expenses? 
	0
	1
	2
	3
	4

	HH_B16. 
	Do you feel that you will be unable to take care of your PALS much longer?
	0
	1
	2
	3
	4

	HH_B17.
	Do you feel you have lost control of your life since your PALS illness?
	0
	1
	2
	3
	4

	HH_B18.
	Do you wish you could leave your PALS care to someone else? 
	0
	1
	2
	3
	4

	HH_B19.
	Do you feel uncertain about what to do about your PALS? 
	0
	1
	2
	3
	4

	HH_B20. 
	Do you feel you should be doing more for your PALS? 
	0
	1
	2
	3
	4

	HH_B21.
	Do you feel you could do a better job of caring for your PALS?
	0
	1
	2
	3
	4

	HH_B22.
	Overall, how burdened do you feel in caring for your PALS? 
	0
	1
	2
	3
	4


















BLOCK HH_D: Depression: PHQ-9 
Read each statement and rate it.

Over the last 2 weeks, how often have you been bothered by any of the following problems? 
	
HH_D1.
	Little interest or pleasure
	Not at all 
	Several days
	More than half the days
	Nearly every day

	HH_D2.
	Feeling down, depressed, or hopeless
	Not at all 
	Several days
	More than half the days
	Nearly every day

	HH_D3.
	Trouble falling or staying asleep, or sleeping too much 
	Not at all 
	Several days
	More than half the days
	Nearly every day

	HH_D4.
	Feeling tired or having little energy
	Not at all 
	Several days
	More than half the days
	Nearly every day

	HH_D5. 
	Poor appetite or overeating 
	Not at all 
	Several days
	More than half the days
	Nearly every day

	HH_D6. 
	Feeling bad about yourself or that you are a failure or have let yourself or your family down
	Not at all 
	Several days
	More than half the days
	Nearly every day

	HH_D7. 
	Trouble concentrating on things, such as reading the newspaper or watching television 
	Not at all 
	Several days
	More than half the days
	Nearly every day

	HH_D8. 
	Moving or speaking so slowly that other people could have noticed? Or the opposite- being so fidgety or restless that you have been moving around a lot more than usual
	Not at all 
	Several days
	More than half the days
	Nearly every day

	HH_D9. 
	Thoughts that you would be better off dead or of hurting yourself in some way
	Not at all 
	Several days
	More than half the days
	Nearly every day






BLOCK HH_A: GAD-7 Anxiety 
Over the last two weeks, how often have you been bothered by the following problems?
	HH_A1. Feeling nervous, anxious, or on edge
	Not at all
	Several days
	More than half the days
	Nearly every day

	HH_A2. Not being able to stop or control worrying
	Not at all
	Several days
	More than half the days
	Nearly every day

	HH_A3. Worrying too much about different things
	Not at all
	Several days
	More than half the days
	Nearly every day

	HH_A4. Trouble relaxing

	Not at all
	Several days
	More than half the days
	Nearly every day

	HH_A5. Being so restless that it is hard to sit still

	Not at all
	Several days
	More than half the days
	Nearly every day

	HH_A6. Becoming easily annoyed or irritable

	Not at all
	Several days
	More than half the days
	Nearly every day

	HH_A7. Feeling afraid, as if something awful might happen 
	Not at all
	Several days
	More than half the days
	Nearly every day













[bookmark: _Toc87523572]

Block HH_M: Quality of Life 
McGill Quality of Life During Serious Illness-Family Caregiver version 3

The questions in this next section begin with a statement and are followed by a scale that extends from one extreme answer to its opposite. Please select the number between 0 and 10, which is most true for you. There are no right or wrong answers.

Completely honest answers will be most helpful.

Example
Over the past two days (48hours) I have been hungry.

· If you were not even a little bit hungry in the past 2 days, you should select 0. 
· If you felt a little hungry in the past 2 days (like you just finished a meal but still have room for dessert), you might select 1, 2, or 3.
· If you felt moderately hungry in the past 2 days (like mealtime is approaching), you might select 4, 5, or 6. 
· If you felt very hungry in the past 2 days (like you haven't eaten all day), you might select 7, 8, or 9. 
· If you felt extremely hungry in the past 2 days, you should select 10.

Example:
	
	
	Not at all
	
	
	
	
	
	
	
	
	
	Extremely

	H0
	Over the past two days (48 hours), I have been hungry 
	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10




Please answer how you have been feeling JUST IN THE PAST TWO (2) DAYS. 

PART A  Overall quality of life. 
HH_M1. Considering all parts of my life (for example, physical, emotional, social, spiritual, and financial) over the past two days (48 hours), the quality of my life was:
	Very bad

	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10
	Extremely



PART B  Environment
HH_M2. Over the past two days (48 hours), I was satisfied with the place the family member/friend I'm caring for was staying (home, hospital, other):
	Not at all 

	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10
	completely



HH_M3. Over the past two days (48 hours), I had the privacy I wanted: 
	Not at all 

	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10
	completely



PART C  Patient Condition
HH_M4. Over the past two days (48 hours), the condition of the family member/friend I'm caring for was distressing to me:
	Not often 

	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10
	always



PART D Your own Condition
HH_M5. Over the past two days (48 hours), the amount of control I had over my life was: 
	Not a problem 

	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10
	A huge problem



HH_M6. Over the past two days (48 hours), I had time to take care of myself: 
	never

	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10
	always



HH_M7. Over the past two days (48 hours), I was able to think clearly:
	Not often

	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10
	always



HH_M8. Over the past two days (48 hours), physically, I felt: 
	Extremely poor

	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10
	Extremely good



HH_M9. Over the past two days (48 hours), emotionally, I felt: 
	Extremely poor

	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10
	Extremely good



PART E Your outlook
HH_M10. Over the past two days (48 hours), being able to provide care or company for the PALS that I'm caring for made me feel good: 
	Rarely or never

	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10
	always



HH_M11. Over the past two days (48 hours), I was comfortable with my outlook on life, faith, or spirituality:
	Not at all

	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10
	completely



HH_M12. Presently, I feel that my life has meaning:
	Very little meaning 

	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10
	Very much meaning 




PART F Quality of Care
For the next two questions in this section, even if you did not make important decisions or need health care in the past two (2) days, please answer for the last few times that you did. 

HH_M13. Over the past two days (48 hours), I agreed with the way decisions were made for the PALS that I'm caring for: 
	Not at all

	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10
	completely 



HH_M14. Over the past two days (48 hours), the quality of health care we received was:
	Not satisfactory

	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10
	Extremely good 



PART G Relationships
HH_M15. Over the past two days (48 hours), I felt my interaction with the PALS that I'm caring for was: 
	Very comfortable

	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10
	Stressful  



HH_M16. Over the past two days (48 hours), overall, I felt my interaction with the other people most important to me was: 
	Very comfortable

	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10
	Stressful  



PART H Financial Worries
HH_M17. Over the past two days (48 hours), my financial situation has been stressful: 

	Not at all 

	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10
	completely 



[bookmark: _Toc87523574]Block II - Clinical history
[Heading] This brief section includes three questions about the PALS clinical history.

II1. At what age did the PALS ALS symptoms begin? 
      

II2. At what age was the PALS ALS diagnosed?
      

II3. In what part of the patient's body did they first notice ALS symptoms? Check all that apply. 
	1
	Speech and swallowing
	

	2
	Arms
	

	3
	Legs
	

	4
	Breathing
	

	5
	Other (please specify)
	Ii3a




II3a.   What other part of the patient's body did they first notice ALS symptoms? Please use a comma to separate your items.


BLOCK JJ – Caregiver demographics

You are near the end of the survey. This is the final section and it includes a few demographic questions about you.

JJ1. How do you describe your relationship to the person with ALS (PALS) for whom you provide care?
	1
	I am the PALS daughter or daughter-in-law
	

	2
	I am the PALS son or son-in-law
	

	3
	I am the PALS spouse/partner/significant other
	

	4
	I am another type of family member to the patient (e.g., niece, cousin, etc.)
	

	5
	I am a friend
	

	6
	Other (please specify)
	JJ1a



JJ1a. How do you describe your relationship to the person with ALS for whom you provide care?

JJ2. What is your age?
     

JJ3. How do you describe your sex?
	1
	Male
	

	2
	Female
	

	3
	Intersex
	

	4
	Prefer not to answer
	

	5
	Other
	JJ3a



Jj3a. How do you describe your sex?

JJ4. Which of the following best describes your relationship status?
	1
	Married
	

	2
	Living with a partner
	

	3
	Divorced/separated
	

	4
	Widowed
	

	5
	Single
	

	6
	Prefer not to answer
	




JJ5. What is the highest level of education you have completed?
	1
	Some high school or less 	

	2
	Completed high school/GED

	3
	Completed technical or trade school 

	4
	Completed a 2-year college degree

	5
	Completed a 4-year college degree

	6
	Completed a post-graduate degree

	7
	Prefer not to answer



JJ6. Which of the following race/ethnic groups best describes you? Select all that apply.
	1
	African American or Black

	2
	Asian or Pacific Islander

	3
	Caucasian or White

	4
	American Indian, Alaskan Native

	5
	Hispanic or Latino

	6
	Multi-racial or biracial

	7
	Other (please specify)                                                  JJ6a



JJ6a. How or how else best describe your race/ethnicity?

JJ7. Which type of insurance, if any, do you have? Select all that apply.
	1
	Medicare
	

	2
	Medicaid
	

	3
	Other government insurance (e.g., TriCare)
	JJ7a

	4
	Private insurance through an employer
	

	5
	Private insurance through a state or federal exchange (e.g., Healthcare.gov)
	

	6
	Private insurance through another source
	

	7
	Other
	JJ7b

	8
	I do not have any insurance
	[Exclusive]

	9
	I don't know/not sure
	[Exclusive]



JJ7a. Which other government type of insurance do you have? Please use a comma to separate your items.

JJ7b. Which other type of insurance do you have? Please use a comma to separate your items.

JJ8. How would you describe your employment status?
	1
	Employed full-time (30+ hours)
	

	2
	Employed part-time
	

	3
	Not currently employed
	

	4
	Retired
	

	5
	Homemaker
	

	6
	Full-time student
	



JJ9. Which of the following best describes your annual household income before taxes?
	1
	Less than $25,000

	2
	$25,000 to $49,999 

	3
	$50,000 to $74,999

	4
	$75,000 to $99,999

	5
	$100,000 to $149,999

	6
	$150,000 to $199,999

	7
	$200,000 or more

	8
	Prefer not to answer



JJ10. In which state do you reside? [DROP DOWN BOX WITH THE FOLLOWING CATEGORIES]

	1
	AL
	
	18
	KY
	
	35
	ND

	2
	AK
	
	19
	LA
	
	36
	OH

	3
	AZ
	
	20
	ME
	
	37
	OK

	4
	AR
	
	21
	MD
	
	38
	OR

	5
	CA
	
	22
	MA
	
	39
	PA

	6
	CO
	
	23
	MI
	
	40
	RI

	7
	CT
	
	24
	MN
	
	41
	SC

	8
	DC
	
	25
	MS
	
	42
	SD

	9
	DE
	
	26
	MO
	
	43
	TN

	10
	FL
	
	27
	MT
	
	44
	TX

	11
	GA
	
	28
	NE
	
	45
	UT

	12
	HI
	
	29
	NV
	
	46
	VT

	13
	ID
	
	30
	NH
	
	47
	VA

	14
	IL
	
	31
	NJ
	
	48
	WA

	15
	IN
	
	32
	NM
	
	49
	WV

	16
	IA
	
	33
	NY
	
	50
	WI

	17
	KS
	
	34
	NC
	
	51
	WY
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Block AAA – Preferences

Healthcare for ALS can be provided in different ways. We are interested in what is most important to you about how ALS healthcare was provided for your loved one. 

There are many considerations in choosing ALS healthcare providers. 
On the next page, you will view six factors to consider regarding ALS healthcare.  Please answer each question to the best of your recollection.

Length of each visit: Visits to the ALS care team can range from a short amount of time to many hours. “Length of visit” refers to the total amount of time spent during a single visit. (Do not include travel time for in-person visits.)

AAA1. What was the average length of visit for the person living with ALS (PALS) to receive ALS care?
	¦1
	Less than 1 hour
	

	¦2
	1 – 2 hours
	

	¦3
	2 – 3 hours
	

	¦4
	More than 3 hours
	



Number of visits: Visits to the ALS care team can require one visit every 3 months (where the person living with ALS (PALS) sees many different providers in one visit) or a series of different visits to different providers at different facilities within 3 months. “Number of visits” refers to the total number of visits required for ALS care within a 3-month period.

AAA2. What was the average number of visits that were required for the PALS to see their entire ALS care team?
	¦1
	1 visit
	

	¦2
	1 – 2 visits
	

	¦3
	2 – 3 visits
	

	¦4
	More than 3 visits
	



Total number of copays per visit: Typically, persons living with ALS (PALS) pay one copay per visit for healthcare. But some ALS care centers where the patient sees multiple providers in one visit may require multiple copays for a single visit. “Total number of copays per visit” refers to the total number of copays the PALS pays each time they visit the ALS care center.




AAA3. On average, how many copays did you or the PAL pay per visit for ALS healthcare?
	¦1
	1 copay
	

	¦2
	2 copays
	

	¦3
	3 copays
	

	¦4
	4 or more copays
	

	¦5
	Not sure
	



Team-based care: Some ALS health providers work as a team consulting with one another and meet regularly to discuss PALS as a group. In contrast, some ALS providers work independently. “Team-based care” refers to a group of ALS providers, such as neurologists, physical therapist, speech therapist, etc., from different disciplines working together in one location to provide ALS care.

AAA4. Did the PALS receive team-based care?
	¦1
	Yes
	

	¦2
	No
	

	¦3
	Not sure
	



Access to clinical trials: A clinical trial is a research study using human volunteers (also called participants) that is intended to add to medical knowledge.  Some physicians have more information about clinical trials and can more easily enroll PALS in trials. “Access to clinical trials” refers to how much knowledge the ALS care team has about clinical trials and their ability to recommend appropriate clinical trials.

AAA5. Did the ALS care team discuss clinical trial options with you and/or the PALS or refer the PALS to a clinical trial?
	¦1
	Yes
	

	¦2
	No
	

	¦3
	Not sure
	



More ALS expertise: ALS expertise refers to providers who have more experience treating PALS.

AAA6. Did you seek out a physician because of specific ALS expertise?
	¦1
	Yes
	

	¦2
	No
	

	¦3
	Not sure
	



Next, you will be shown 10 tasks. In each task you are shown a set of three characteristics of the different styles of providing ALS care. For each set, we want you to choose the most important characteristic to you and the least important to you

Example task: Here is an example. Tom was shown the following set of characteristics. He chose the most important thing to him (ALS expertise) and the least important thing to him (number of visits).

	Which is the most important and least important thing about the way ALS care is delivered?

	 
	Most important
	Least important

	Team-based care
	 
	 

	Number of visits
	 
	X

	ALS expertise
	X
	 



Now it is your turn. 

AAA7.     Matrix group name: aaatb7
	Which is the most important and least important thing about the way ALS care is delivered?

	 
	Most important
	Least important

	AAA7a  Length of visit
	☐
	☐

	AAA7b  Number of visits
	☐
	☐

	AAA7c  Access to clinical trials
	☐
	☐



AAA8.	Matrix group name: aaatb8
	Which is the most important and least important thing about the way ALS care is delivered?

	 
	Most important
	Least important

	AAA8a  Length of visit
	☐
	☐

	AAA8b  Number of visits
	☐
	☐

	AAA8c  ALS expertise
	☐
	☐



AAA9.	Matrix group name: aaatb9
	Which is the most important and least important thing about the way ALS care is delivered?

	 
	Most important
	Least important

	AAA9a  Length of visit
	☐
	☐

	AAA9b  Number of copays
	☐
	☐

	AAA9c  Team-based care
	☐
	☐



AAA10.	Matrix group name: aaatb10
	Which is the most important and least important thing about the way ALS care is delivered?

	 
	Most important
	Least important

	AAA10a  Length of visit
	☐
	☐

	AAA10b  Number of copays
	☐
	☐

	AAA10c  ALS expertise
	☐
	☐



AAA11.	Matrix group name: aaatb11
	Which is the most important and least important thing about the way ALS care is delivered?

	 
	Most important
	Least important

	AAA11a   Length of visit
	☐
	☐

	AAA11b  Team-based care
	☐
	☐

	AAA11c  Access to clinical trials
	☐
	☐



AAA12.	Matrix group name: aaatb12
	Which is the most important and least important thing about the way ALS care is delivered?

	 
	Most important
	Least important

	AAA12a  Number of visits
	☐
	☐

	AAA12b  Number of copays
	☐
	☐

	AAA12c  Team-based care
	☐
	☐



AAA13.	Matrix group name: aaatb13
	Which is the most important and least important thing about the way ALS care is delivered?

	 
	Most important
	Least important

	AAA13a  Number of visits
	☐
	☐

	AAA13b  Number of copays
	☐
	☐

	AAA13c  Access to clinical trials
	☐
	☐





AAA14.	Matrix group name: aaatb14
	Which is the most important and least important thing about the way ALS care is delivered?

	 
	Most important
	Least important

	AAA14a  Number of visits
	☐
	☐

	AAA14b  Team-based care
	☐
	☐

	AAA14c  ALS expertise
	☐
	☐



AAA15.	Matrix group name: aaatb15
	Which is the most important and least important thing about the way ALS care is delivered?

	 
	Most important
	Least important

	AAA15a Number of copays
	☐
	☐

	AAA15b Access to clinical trials
	☐
	☐

	AAA15c ALS expertise
	☐
	☐



AAA16.	Matrix group name: aaatb16
	Which is the most important and least important thing about the way ALS care is delivered?

	 
	Most important
	Least important

	AAA16a Team-based care
	☐
	☐

	AAA16b Access to clinical trials
	☐
	☐

	AAA16c ALS expertise
	☐
	☐







Block BBB - Care Models for ALS

Next, we describe three different ways in which ALS healthcare can be provided. We describe each below and ask what you think of each. 

Traditional office visits are visits in which PALS see one provider per visit. To receive all their ALS care, PALS need to have multiple visits. 
For example, PALS may see a physician during one visit and make separate appointments to see other providers, such as physical, respiratory, or occupational therapists. 
These visits will be shorter, but PALS will have more frequent visits, and care may be divided across different hospitals or health systems
BBB1. If you could have chosen an ideal way in which ASL care was provided for your PALS, how likely would you have been to seek care from a traditional office?
	¦1
	Extremely likely
	

	¦2
	Somewhat likely
	

	¦3
	Unlikely
	



Multidisciplinary clinics are specialized clinics that allow PALS to receive care from many providers in a single visit. 
For example, PALS may see many or all of the following providers in one visit: physician, physical therapist, occupational therapist, speech therapist and/or swallowing professional, dietician, social worker, respiratory therapist/pulmonologist, and nurse case manager. 
These visits can be very long (over 3 hours), but PALS have fewer visits overall. In addition, these clinics coordinate care and communicate with your PALS primary care physician.

BBB2. If you could have chosen an ideal way in which ALS care was provided for your PALS how likely would you have been to seek care from a multidisciplinary clinic?
	¦1
	Extremely likely
	

	¦2
	Somewhat likely
	

	¦3
	Unlikely
	



Triage clinics are also specialized clinics that allow PALS to receive care from many providers in a single visit, but PALS may not receive all their ALS care during a single visit. The providers PALS see during a visit are determined on the day of the visit. Visits start with a nurse case manager who assesses who else the PALS need to see that day.
 
For example, in one visit, PALS may see a few of the following providers, but not all: physician, physical therapist, occupational therapist, speech therapist and/or swallowing professional, dietician, social worker, respiratory therapist/pulmonologist.
 
These visits can be longer than traditional office visits but not as long as visits to a multidisciplinary clinic. These clinics coordinate care and interface with the PALS’ primary care physician.

BBB3. If you could have chosen an ideal way in which ALS care was provided for your PALS, how likely would you have been to seek care from a triage clinic?
	¦1
	Extremely likely
	

	¦2
	Somewhat likely
	

	¦3
	Unlikely
	



BBB4. Which style of care best describes the way the PALS received ALS care?
	¦1
	Multidisciplinary clinics
	

	¦2
	Triage clinics
	

	¦3
	Traditional office
	

	¦4
	I don't know
	



Please rank these different styles of providing care for ALS from most preferred to least preferred.
	 
	Multidisciplinary clinics
	Triage clinics
	Traditional office visits

	BBB5. Most preferred
	 ¦1
	 ¦2
	 ¦3

	BBB6. Middle preferred
	 ¦1
	 ¦2
	 ¦3

	BBB7. Least preferred
	 ¦1
	 ¦2
	 ¦3





Great work so far!  You have completed 25% of the survey!

This next section includes questions about the quality of ALS care the person living with ALS (PALS) received.  Please answer each question to the best of your recollection.  

Block CCC – Quality of Care 
(based on the ALS quality measures approved by the American Academy of Neurology)

CCC1. Did the ALS care team develop or update a multidisciplinary care plan (a plan with input from many providers such as a physical therapist, dietician, physician, etc.)?
	¦1
	Yes
	

	¦2
	No
	

	¦3
	I don’t know
	



CCC2. Did someone from the ALS care team talk about medications that slow the progression of ALS, such as riluzole or Radicava?
	¦1
	Yes
	

	¦2
	No
	



CCC3. Did someone from the ALS care team screen for cognitive and behavioral impairment?
	¦1
	Yes
	

	¦2
	No
	

	¦3
	I don’t know
	



CCC4. Did someone from the ALS care team offer treatment for ALS-related symptoms like drooling/excessive salivation or uncontrollable laughing or crying?
	¦1
	Yes
	

	¦2
	No
	

	¦3
	I don’t know
	



CCC5. Did someone from the ALS care team ask about respiratory/breathing insufficiency and refer them for pulmonary function tests?
	¦1
	Yes
	

	¦2
	No
	

	¦3
	I don’t know
	



CCC6. Was the PALS ever told they had respiratory/breathing insufficiency?
	¦1
	Yes
	

	¦2
	No
	[SKIP TO C8]

	¦3
	I don’t know
	


 
CCC7. Did someone from the ALS care team discuss treatment options for respiratory support (e.g., noninvasive ventilation or assisted cough)?
	¦1
	Yes
	

	¦2
	No
	

	¦3
	I don’t know
	



CCC8. Did someone from the ALS care team screen the PALS for swallowing problems, weight loss or impaired nutrition?
	¦1
	Yes
	

	¦2
	No
	

	¦3
	I don’t know
	





CCC9. Did someone from the ALS care team tell the PALS that they had swallowing problems, weight loss or impaired nutrition?
	¦1
	Yes
	

	¦2
	No
	[SKIP TO C11]

	¦3
	I don’t know
	



CCC10. Did someone from the ALS care team offer the PALS feeding tube support?
	¦1
	Yes
	

	¦2
	No
	

	¦3
	I don’t know
	



CCC11. Did someone from the ALS care team tell the PALS they had slurred speech because of damaged, paralyzed or weakened speech muscles?
	¦1
	Yes
	

	¦2
	No
	[SKIP TO C13]

	¦3
	I don’t know
	



CCC12. Did someone from the ALS care team offer the PALS a referral to a speech therapist for communication support or evaluation?
	¦1
	Yes
	

	¦2
	No
	

	¦3
	I don’t know
	



CCC15. Did someone from the ALS care team ask about falls?
	¦1
	Yes
	

	¦2
	No
	

	¦3
	I don't know
	



CCC13. Did someone from the ALS care team offer help in planning for end-of-life issues (e.g., advanced directives, invasive ventilation, hospice)?
	¦1
	Yes
	

	¦2
	No
	[SKIP TO C15]

	¦3
	I don't know
	



CCC14. What types of end-of-life planning were offered to the person living with ALS (PALS)? Select all that apply.
	1
	Assessment of their concerns, desires and needs
	

	2
	Assistance in creating an advanced directive
	

	3
	Asked about their wishes regarding care and advanced directives
	

	4
	Discussed their preferences for life-sustaining treatments
	

	5
	Discussed options for respiratory support if they develop trouble breathing
	

	6
	Discussed their preferences for treatment of pain
	

	7
	Decisions about invasive ventilation
	

	8
	Been provided with early referral to hospice
	

	9
	None of the above
	[EXCLUSIVE]

	10
	Don't know
	[EXCLUSIVE]





Block DDD: Caregiver Experience
(modified from Consumer Assessment of Healthcare Providers and Systems; CAHPS, Version 3.0, Update July 1, 2015)

The next section includes questions about experiences you or the person living with ALS (PALS) had with their ALS care.

DDD1. Did you or the PALS ever contact the ALS care team to get an appointment for something that needed care right away?
	¦1
	Yes
	

	¦2
	No
	[SKIP TO DDD3]



DDD2. If the ALS care team was contacted to get an appointment for care needed right away, how often did you get an appointment as soon as you needed?
	¦1
	Never
	

	¦2
	Sometimes
	

	¦3
	Usually
	

	¦4
	Always
	



DDD3. Did you or the PALS ever contact the ALS care team with a medical question during regular office hours?
	¦1
	Yes
	

	¦2
	No
	[SKIP TO DDD5]



DDD4. When the ALS care team was contacted for a medical question during regular office hours, how often did you get an answer to the medical question that same day?
	¦1
	Never
	

	¦2
	Sometimes
	

	¦3
	Usually
	

	¦4
	Always
	






DDD5. In a typical 6-month period, how many times did the PALS visit the ALS care team to get care?
	¦1
	None
	

	¦2
	1 time
	

	¦3
	2
	

	¦4
	3
	

	¦5
	4
	

	¦6
	5 to 9
	

	¦7
	10 or more times
	




DDD6. Did the ALS care team ever order a blood test, x-ray, or other tests for the PALS?
	¦1
	Yes
	

	¦2
	No
	[SKIP TO DD8]



DDD7. When the ALS care team ordered a blood test, x-ray, or other tests, how often did someone from the office follow up to give you and/or the PALS those results?
	¦1
	Never
	

	¦2
	Sometimes
	

	¦3
	Usually
	

	¦4
	Always
	



DDD8. Did the PALS ever take any prescription medicine?
	¦1
	Yes
	

	¦2
	No
	[SKIP TO DD10]



DDD9. How often did someone from the ALS care team talk about all the prescription medicines the PALS was taking?
	¦1
	Never
	

	¦2
	Sometimes
	

	¦3
	Usually
	

	¦4
	Always
	



DDD10. How often did the ALS care team explain things in a way that was easy to understand?
	¦1
	Never
	

	¦2
	Sometimes
	

	¦3
	Usually
	

	¦4
	Always
	





DDD11. How often did the ALS care team listen carefully to the PALS?
	¦1
	Never
	

	¦2
	Sometimes
	

	¦3
	Usually
	

	¦4
	Always
	



Care Team Respect
DDD12. How often did the ALS care team respect your and/or the PALS preferences?
	¦1
	Never
	

	¦2
	Sometimes
	

	¦3
	Usually
	

	¦4
	Always
	



DDD13. How often did the ALS care team seem to know the important information about the PALS medical history?
	¦1
	Never
	

	¦2
	Sometimes
	

	¦3
	Usually
	

	¦4
	Always
	



DDD14. How often did the ALS care team show respect for what you or the PALS had to say?
	¦1
	Never
	

	¦2
	Sometimes
	

	¦3
	Usually
	

	¦4
	Always
	



DDD15. How often did the ALS care team spend enough time with the PALS?
	¦1
	Never
	

	¦2
	Sometimes
	

	¦3
	Usually
	

	¦4
	Always
	



DDD16. Overall, how satisfied were you with the ALS care team?
	¦1
	Extremely satisfied
	

	¦2
	Very satisfied
	

	¦3
	Satisfied
	

	¦4
	Dissatisfied
	

	¦5
	Very dissatisfied
	

	¦6
	Extremely dissatisfied
	



You are halfway through the survey! Keep up the great work!

Block EEE – Costs of ALS care
The next set of questions is about past out-of-pocket costs related to ALS and ALS care for you and/or the person living with ALS (PALS). Please answer each question to the best of your recollection.

EEE1. Think about the types of goods and services related to ALS that cost you or the PALS. Did either of you spend money on any of the following goods or services related to ALS? Check all that apply.
	1
	Copays or coinsurance for office visits 
	

	2
	Coinsurance for hospital stays
	

	3
	Copays or coinsurance for prescription medication
	

	4
	Over-the-counter medication
	

	5
	Equipment (e.g., cane, walker, commode, small equipment, lift chair, van, power wheelchair)
	

	6
	Medical devices (e.g., suction machine)
	

	7
	Complementary or alternative medicine (e.g., acupuncture)
	

	8
	Home health aides
	

	9
	Nursing home care
	

	10
	Tube feeds or nutritional supplements (e.g., Ensure)
	

	11
	Home accommodations (e.g., stairlifts, bathroom modifications, ramps)
	

	12
	Home services (e.g., help with cooking or cleaning)
	

	13
	Transportation and travel costs to visit a clinic or participate in studies
	

	14
	Additional childcare
	

	15
	Other (please specify)
	EE1a

	16
	None of the above
	[EXCLUSIVE]

	17
	Don't know
	[EXCLUSIVE]



EEE1a. What other out-of-pocket expenses related to your ALS care occurred? Please use a comma to separate your items.

EEE2. As a result of ALS, did you or the person living with ALS (PALS) experience any of the following financial losses? Check all that apply.
	1
	PALS lost income due to unpaid sick leave from work
	

	2
	PALS lost income due to disability
	

	3
	PALS lost income due to early retirement
	

	4
	You (or another caregiver) lost income due to unpaid family medical leave from work 
	

	5
	You (or another caregiver) lost income due to early retirement 
	

	6
	Other (please specify)
	

	16
	None of the above
	[EXCLUSIVE]

	17
	Don't know
	[EXCLUSIVE]


EEE2a. What other financial losses did you or the person living with ALS (PALS) or your family experience as a result of ALS? Please use a comma to separate your items.

EEE3. Approximately how many months/years of income did the PALS lose due to unpaid sick leave? Choose the response closest to your answer.
	1
	6 months or less

	2
	1 year

	3
	2 years

	4
	3 years

	5
	More than 3 years



EEE4. 
Approximately how many months/years of income did the PALS lose due to disability? Choose the response closest to your answer.
	1
	6 months or less

	2
	1 year

	3
	2 years

	4
	3 years

	5
	More than 3 years



EEE5. Approximately how many months/years sooner than planned did the PALS retire? Choose the response closest to your answer.
	1
	6 months or less

	2
	1 year

	3
	2 years

	4
	3 years

	5
	More than 3 years



EEE6. Approximately how many months/years of income did you or another caregiver lose due to unpaid family medical leave? Choose the response closest to your answer. 
	1
	6 months or less

	2
	1 year

	3
	2 years

	4
	3 years

	5
	More than 3 years



EEE7. Approximately how many months/years sooner than planned did you or another caregiver retire? Choose the response closest to your answer.
	r1
	6 months or less

	2
	1 year

	3
	2 years

	4
	3 years

	5
	More than 3 years



Clinical
Block FFF – Medication Usage

The next few questions are about medications that are approved to slow the progression of ALS: riluzole and edaravone (Radicava).

FFF1. Was the person living with ALS (PALS) ever offered riluzole or Radicava?
	¦1
	Yes, they were offered riluzole only
	[SKIP TO FFF2]

	¦2
	Yes, they were offered Radicava only
	[SKIP TO FFF3]

	¦3
	Yes, they were offered both riluzole and Radicava
	[SKIP TO FFF4]

	¦4
	No, they were never offered riluzole or Radicava
	[SKIP TO BLOCK GGG]



FFF2. You indicated the PALS was offered riluzole only. Did they take riluzole?
	¦1
	Yes, they took riluzole
	[SKIP TO BLOCK GGG]

	¦2
	Yes, they took riluzole but stopped
	[SKIP TO BLOCK GGG]

	¦3
	No, they declined to take riluzole
	[SKIP TO BLOCK GGG]



FFF3. You indicated the PALS was offered Radicava only. Did they take Radicava?
	¦1
	Yes, they took Radicava 
	[SKIP TO BLOCK GGG]

	¦2
	Yes, they took Radicava but stopped
	[SKIP TO BLOCK GGG]

	¦3
	No, they declined to take Radicava
	[SKIP TO BLOCK GGG]



FFF4. You indicated the PALS was offered both riluzole and Radicava. Did they take riluzole?
	¦1
	Yes, they took riluzole 
	

	¦2
	Yes, they took riluzole but stopped
	

	¦3
	No, they declined to take riluzole
	



FFF5. You indicated the PALS was offered both riluzole and Radicava. Did they take Radicava?
	¦1
	Yes, they tookRadicava 
	

	¦2
	Yes, they took Radicava but stopped
	

	¦3
	No, they declined to take Radicava
	







You are almost finished.  You have completed 75% of the survey.
Block HHH_B Quality of Life
BLOCK HHH_B: Caregiver burden (Caregiver Burden scale, Zarit et al.)

The next section is about how caring for someone with ALS impacted your life.  Please answer each question to the best of your recollection.

Read each statement and rate it. 

In general, how often…  
	
	
	Never
	Rarely
	Sometimes
	Frequently
	Nearly always

	HHH_B1.
	Did you feel that your PALS asked for more help than they needed?
	0
	1
	2
	3
	4

	HHH_B2.
	Did you feel that you did not have enough time for yourself because of the time spent with your PALS?
	0
	1
	2
	3
	4

	HHH_B3.
	Did you feel stressed between caring for your PALS and trying to meet other responsibilities for your family or work? 
	0
	1
	2
	3
	4

	HHH_B4.
	Did you feel embarrassed over your PALS behavior?
	0
	1
	2
	3
	4

	HHH_B5. 
	Did you feel angry when you were around your PALS?
	0
	1
	2
	3
	4

	HHH_B6. 
	Did you feel that your PALS affected your relationship with other family members or friends in a negative way?
	0
	1
	2
	3
	4

	HHH_B7. 
	Were you afraid of what the future held for your PALS? 
	0
	1
	2
	3
	4

	HHH_B8. 
	Did you feel your PALS was dependent on you?
	0
	1
	2
	3
	4

	HHH_B9. 
	Did you feel strained when you were around your PALS?
	0
	1
	2
	3
	4

	HHH_B10.
	Did you feel your health suffered because of your involvement with your PALS? 
	0
	1
	2
	3
	4

	HHH_B11.
	Did you feel that you did not have as much privacy as you would like because of your PALS?
	0
	1
	2
	3
	4

	HHH_B12.
	Did you feel that your social life suffered because you were caring for your PALS? 
	0
	1
	2
	3
	4

	HHH_B13.
	Did you feel uncomfortable having friends over because of your PALS? 
	0
	1
	2
	3
	4

	HHH_B14.
	Did you feel that your PALS seemed to expect you to take care of them as if you were the only one they could depend on?
	0
	1
	2
	3
	4

	HHH_B15. 
	Did you feel that you did not have enough money to take care of your PALS in addition to the rest of your expenses? 
	0
	1
	2
	3
	4

	HHH_B16. 
	Did you feel that you would be unable to take care of your PALS much longer?
	0
	1
	2
	3
	4

	HHH_B17.
	Did you feel you had lost control of your life since your PALS's illness?
	0
	1
	2
	3
	4

	HHH_B18.
	Did you wish you could leave your PALS care to someone else?
	0
	1
	2
	3
	4

	HHH_B19.
	Did you feel uncertain about what to do about your PALS? 
	0
	1
	2
	3
	4

	HHH_B20. 
	Did you feel you should have been doing more for your PALS? 
	0
	1
	2
	3
	4

	HHH_B21.
	Did you feel you could have done a better job of caring for your PALS?
	0
	1
	2
	3
	4

	HHH_B22.
	Overall, how burdened did you feel in caring for your PALS? 
	0
	1
	2
	3
	4



PART F Quality of Care
For the next two questions in this section, please answer for the last few times that you made important decisions or needed to help obtain health care for the person living with ALS.

HH_M13. I agreed with the way decisions were made for the PALS that I cared for: 
	Not at all

	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10
	completely 



HHH_M14. The quality of health care we received was:

	Not satisfactory

	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10
	Extremely good 




PART H Financial Worries
HHH_M17. Did ALS make your financial situation stressful: 
 
	Not at all 
 
	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10
	completely 




Block III- Clinical history

This brief section includes three questions about the PALS clinical history. Please answer to the best of your recollection.

III1. At what age did the PALS symptoms begin?   

III2. At what age was the PALS ALS diagnosed?
      
III3. In what part of the PALS body did they first notice ALS symptoms? Check all that apply. 
	¦1
	Speech and swallowing
	

	¦2
	Arms
	

	¦3
	Legs
	

	¦4
	Breathing
	

	¦5
	Other (please specify)
	Ii3a



III3a.   What other part of the patient's body did they first notice ALS symptoms? Please use a comma to separate your items.

III4. What is the reason you are no longer a caregiver to a person living with ALS (PALS):
· PALS is no longer living
· PALS has moved to a long-term care facility
· PALS is now in the care of a different caregiver (e.g., another family member)
· Other reason

III5. When did you stop providing care? Provide the closest approximation.
· Within the last 6 months
· 9 months ago
· 1 year ago
· 2 years ago
· 3 years ago
· 4 years ago
· 5 years ago

BLOCK JJJ – Caregiver demographics

You are near the end of the survey. This is the final section and it includes a few demographic questions about you.

JJJ1. How would you describe your relationship to the person with ALS (PALS) for whom you provide care?
	¦1
	I am/was the PALS daughter or daughter-in-law
	

	¦2
	I am/was the PALS son or son-in-law
	

	¦3
	I am/was the PALS spouse/partner/significant other
	

	¦4
	I am/was another type of family member to the patient (e.g., niece, cousin, etc.)
	

	¦5
	I am/was a friend
	

	¦6
	Other (please specify)
	JJ1a



JJJ1a. How would you describe your relationship to the person with ALS for whom you provided care?

JJJ2. What is your age?
     
JJJ3. How do you describe your sex?
	¦1
	Male
	

	¦2
	Female
	

	¦3
	Intersex
	

	¦4
	Prefer not to answer
	

	¦5
	Other
	JJ3a



JJJ3a. How do you describe your sex?

JJJ4. Which of the following best describes your relationship status?
	¦1
	Married
	

	¦2
	Living with a partner
	

	¦3
	Divorced/separated
	

	¦4
	Widowed
	

	¦5
	Single
	

	¦6
	Prefer not to answer
	










JJJ5. What is the highest level of education you have completed?
	¦1
	Some high school or less 	

	¦2
	Completed high school/GED

	¦3
	Completed technical or trade school 

	¦4
	Completed a 2-year college degree

	¦5
	Completed a 4-year college degree

	¦6
	Completed a post-graduate degree

	¦7
	Prefer not to answer



JJJ6. Which of the following race/ethnic groups best describes you? Select all that apply.
	1
	African American or Black

	2
	Asian or Pacific Islander

	3
	Caucasian or White

	4
	American Indian, Alaskan Native

	5
	Hispanic or Latino

	6
	Multi-racial or biracial

	7
	Other (please specify)                                                  JJ6a



JJJ6a. How or how else best describe your race/ethnicity?

JJJ7. Which type of insurance, if any, do you have? Select all that apply.
	1
	Medicare
	

	2
	Medicaid
	

	3
	Other government insurance (e.g., TriCare)
	Jj7a

	4
	Private insurance through an employer
	

	5
	Private insurance through a state or federal exchange (e.g., Healthcare.gov)
	

	6
	Private insurance through another source
	

	7
	Other
	Jj7b

	8
	I do not have any insurance
	[Exclusive]

	9
	I don't know/not sure
	[Exclusive]



JJJ7a. Which other government type of insurance do you have? Please use a comma to separate your items.

JJJ7b. Which other type of insurance do you have? Please use a comma to separate your items.







JJJ8. How would you describe your employment status?
	¦1
	Employed full-time (30+ hours)
	

	¦2
	Employed part-time
	

	¦3
	Not currently employed
	

	¦4
	Retired
	

	¦5
	Homemaker
	

	¦6
	Full-time student
	



JJJ9. Which of the following best describes your annual household income before taxes?
	¦1
	Less than $25,000

	¦2
	$25,000 to $49,999 

	¦3
	$50,000 to $74,999

	¦4
	$75,000 to $99,999

	¦5
	$100,000 to $149,999

	¦6
	$150,000 to $199,999

	¦7
	$200,000 or more

	¦8
	Prefer not to answer



JJJ10. In which state do you reside? 

	1
	AL
	
	18
	KY
	
	35
	ND

	2
	AK
	
	19
	LA
	
	36
	OH

	3
	AZ
	
	20
	ME
	
	37
	OK

	4
	AR
	
	21
	MD
	
	38
	OR

	5
	CA
	
	22
	MA
	
	39
	PA

	6
	CO
	
	23
	MI
	
	40
	RI

	7
	CT
	
	24
	MN
	
	41
	SC

	8
	DC
	
	25
	MS
	
	42
	SD

	9
	DE
	
	26
	MO
	
	43
	TN

	10
	FL
	
	27
	MT
	
	44
	TX

	11
	GA
	
	28
	NE
	
	45
	UT

	12
	HI
	
	29
	NV
	
	46
	VT

	13
	ID
	
	30
	NH
	
	47
	VA

	14
	IL
	
	31
	NJ
	
	48
	WA

	15
	IN
	
	32
	NM
	
	49
	WV

	16
	IA
	
	33
	NY
	
	50
	WI

	17
	KS
	
	34
	NC
	
	51
	WY


Thank you for participating in our survey. Your responses will help us understand how we can best provide ALS case in the future.
Appendix C: Definitions of Care Model Types
Traditional office visits are visits in which you see one provider per visit. To receive all your care, you will need to have multiple visits. For example, you may see a physician during one visit and make separate appointments to see other providers such as physical, respiratory, or occupational therapists. Your visits will be shorter, but you will have more frequent visits, and your care may be divided across different hospitals or health systems.
Multidisciplinary clinics are specialized clinics that allow you to receive care from many providers in one single visit. For example, you may see many or all of the following providers in one visit: physician, physical therapist, occupational therapist, speech therapist and/or swallowing professional, dietician, social worker, respiratory therapist/pulmonologist, and nurse case manager. These visits can be very long (over 3 hours), but you will have fewer visits overall. In addition, these clinics coordinate care and communicate with your primary care physician.
Triage clinics are also specialized clinics that allow you to receive care from many providers in one single visit, but you may not receive all your care during a single visit. The providers you see during a visit will be determined on the day of the visit. Your visit starts with a nurse case manager who will assess who else you need to see that day. For example, in one visit, you may see a few of the following providers, but not all: physician, physical therapist, occupational therapist, speech therapist and/or swallowing professional, dietician, social worker, respiratory therapist/pulmonologist. These visits can be longer than traditional office visits but not as long as visits to a multidisciplinary clinic. These clinics coordinate care and communicate with your primary care physician.

Appendix D: Supplementary Tables

Table S1: Likelihood to choose care model types by respondent type
If given the choice, how likely are you to choose…
	
	Total
	PLWALS
	CALS
	Test for differences between PLWALS and CALS

	  
	N
	%
	N
	%
	N
	%
	X2 value
	P-value

	If given the choice, would you to choose…
	
	
	
	
	
	
	
	

	  Non-triage care?
	
	
	
	
	
	
	0.40
	0.82

	    Extremely likely
	373
	88.20
	249
	87.55
	124
	89.52
	
	

	    Somewhat likely
	373
	9.65
	249
	10.04
	124
	8.87
	
	

	    Unlikely
	373
	2.14
	249
	2.41
	124
	1.61
	
	

	  Triage care?
	
	
	
	
	
	
	5.37
	0.07

	    Extremely likely
	373
	25.20
	251
	23.11
	122
	29.51
	
	

	    Somewhat likely
	373
	47.72
	251
	46.22
	122
	50.82
	
	

	    Unlikely
	373
	27.08
	251
	30.68
	122
	19.67
	
	

	  Traditional care?
	
	
	
	
	
	
	0.38
	0.83

	    Extremely likely
	370
	9.19
	246
	9.76
	124
	8.06
	
	

	    Somewhat likely
	370
	20.81
	246
	21.14
	124
	20.16
	
	

	    Unlikely
	370
	70.00
	246
	69.11
	124
	71.77
	
	




Table S2: Care model type rank ordered by respondent preference by respondent type
	
	Total
	PLWALS
	CALS
	Test for differences between PLWALS and CALS

	
	N
	%
	N
	%
	N
	%
	X2 value
	P-value

	Most preferred (1st choice)
	
	
	
	
	
	
	3.98
	0.14

	   Non-triage
	373
	83.11
	251
	83.67
	122
	81.97
	
	

	   Triage
	373
	12.06
	251
	10.36
	122
	15.57
	
	

	   Traditional
	373
	4.83
	251
	5.98
	122
	2.46
	
	

	Middle preferred (2nd choice)
	
	
	
	
	
	
	4.06
	0.13

	   Non-triage
	311
	16.08
	212
	16.51
	99
	15.15
	
	

	   Triage
	311
	64.63
	212
	61.32
	99
	71.72
	
	

	   Traditional
	311
	19.29
	212
	22.17
	99
	13.13
	
	

	Least preferred (3rd choice)
	
	
	
	
	
	
	9.72
	0.01

	   Non-triage
	356
	2.25
	251
	1.28
	121
	4.13
	
	

	   Triage
	356
	22.47
	251
	26.81
	121
	14.05
	
	

	   Traditional
	356
	75.28
	235
	71.91
	121
	81.82
	
	


Note: Sample size varies for the most preferred, middle preferred and least preferred because some respondents did not rank all 3 model types. 
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