
Following established Delphi panel methodology, this survey has been designed to elicit consensus regarding how remaining symptoms and
changes in the intensity and unpredictability of symptoms, despite treatment, may affect a person’s day to-day activities while living with
generalised myasthenia gravis (gMG).

You may leave the survey and resume where you left off at any point, but you must use the same device to resume.

This survey is the first part of a two-phase study including two survey rounds (both are designed to take no more than 40 minutes to complete),
which all participants will complete.

Please ensure you answer each question presented in this survey to the best of your ability.

Please contact the fieldwork agency SHG: gintare.civelyte@surveyhealthcareglobal.com if you would like to review or amend your consent that
you have previously provided for this study.

*  1. You were previously provided with a unique ID number via email from the third-party recruitment agency. Please enter the unique ID number
you have been assigned for this survey below:

* Required Information
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This survey is designed to take no more than 40 minutes to complete. When prompted to enter a free-text response, please feel free to provide
key words, where applicable, if this simplifies the task.

The free-text responses captured in this survey (the first round) will be consolidated within the second-round survey. The second-round survey
will use more multiple choice and rating questions with the aim of seeing where certain statements or key points can reach a consensus
amongst the group.

For further information, please refer to the study brief that has been shared with you by the fieldwork agency.
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While the burden of living with myasthenia gravis (MG) is relatively well-characterized, very little is known from the scientific literature on the
specific burden of remaining symptoms and changes in the intensity and unpredictability of symptoms on the day-to-day lives of those living
with generalised myasthenia gravis (gMG).

Therefore, the aim of this project is:

To describe, from a qualitative perspective, how remaining symptoms and changes in the intensity and unpredictability of symptoms,
despite treatment, may affect a person’s day to-day activities while living with gMG.

For the purpose of this survey, we have defined “remaining symptoms” as “Symptoms that occur despite treatment for gMG”.
You will be able to refer back to this definition throughout the survey by clicking on the (?) symbol in relevant questions.

Please note that questions regarding “remaining” symptoms of gMG have been colour coded in blue and questions regarding the
“intensity/unpredictability” of symptoms of gMG have been colour coded in purple for clarity.
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Generalised myasthenia gravis (gMG) is commonly associated with remaining symptoms and changes in the intensity and unpredictability of
symptoms that may affect a patient’s ability to carry out their daily activities, their social life, mental wellbeing, work and education, and plans for
the future.

This introduction section is designed to gain a broad insight into the most burdensome remaining symptoms of gMG and to understand how the
intensity and unpredictability of these symptoms may impact areas of patients’ lives.

*  2. 1. Limb muscle weakness, diplopia (double vision), difficulties in chewing/swallowing, breathing difficulties and drooping eyelids have been
described to be among the most burdensome remaining symptoms of gMG.
Please rank the following remaining symptoms from most burdensome to least burdensome (with 1 being least burdensome and 5 being most
burdensome). [ Please rank all option(s). ]
Tip: Remaining symptoms refers to symptoms that occur despite treatment for gMG.

Limb muscle weakness (e.g., arms or legs)   :     

Diplopia (double vision)   :     

Difficulties in chewing/swallowing   :     

Breathing difficulties   :     

Drooping eyelid(s)   :     
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Our initial research highlighted that remaining symptoms and changes in the intensity and unpredictability of symptoms of gMG have a
substantial impact on patients’ ability to carry out daily activities including housework, self-care and participating in hobbies. Patients frequently
report requiring help from support networks (including family, friends and partners) to carry out these daily activities.

In this section, we would like to explore the impact that remaining symptoms and changes in the intensity and unpredictability of symptoms of
gMG have on your ability to carry out daily activities.

* 3. 2. a) Please rank on a scale of 1–9 (with 1 being no impact and 9 being maximal impact) the impact that remaining symptoms of gMG have on
your ability to complete household tasks/chores independently (if any). (Select one option)

Tip: Remaining symptoms refers to symptoms that occur despite treatment for gMG.

1 2 3 4 5 6 7 8 9

        

No impact
Maximal
impact

* 4. 2. b) How much do you agree with the following statement: I deprioritize household chores when my symptoms unexpectedly become more
intense.
Please rank on a scale of 1–9 (with 1 being completely disagree and 9 being complete agreement). (Select one option)

1 2 3 4 5 6 7 8 9

        

Completely
disagree

Completely
agree

 5. 2. c) Please describe your need, if any, to receive additional support from family/friends/caregivers to carry out daily activities.
 [Please consider providing a response. This information will be helpful for survey administrators.]
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Our initial research highlighted that remaining symptoms and changes in the intensity and unpredictability of symptoms of gMG have a
substantial impact on patients’ ability to carry out daily activities including housework, self-care and participating in hobbies. Patients frequently
report requiring help from support networks (including family, friends and partners) to carry out these daily activities.

In this section, we would like to explore the impact that remaining symptoms and changes in the intensity and unpredictability of symptoms of
gMG have on your ability to carry out daily activities.

* 6. 3. a) Please rank on a scale of 1–9 (with 1 being no impact and 9 being maximal impact) the impact that remaining symptoms of gMG have on
your personal hygiene and ability to conduct personal care (e.g. washing hair, brushing teeth, bathing, showering etc). (Select one option)

Tip: Remaining symptoms refers to symptoms that occur despite treatment for gMG.

1 2 3 4 5 6 7 8 9

        

No impact
Maximal
impact

*  7. 3. b) Please describe any accommodations you have made in order to negate the impact that remaining symptoms of gMG have on your
personal hygiene and ability to conduct personal care (e.g. specifically styling your hair, using an electric toothbrush to brush your teeth, using
a chair in the shower etc.)
Tip: Remaining symptoms refers to symptoms that occur despite treatment for gMG.

* 8. 3. c) How much do you agree with the following statement: When I wake up more symptomatic than usual or I've had a particularly exerting
day impacting my symptoms, I make changes to my daily personal care routine (e.g., not washing and/or styling hair, requiring assistance to
bathe). 
Please rank on a scale of 1–9 (with 1 being completely disagree and 9 being complete agreement).  (Select one option)

1 2 3 4 5 6 7 8 9

        

Completely
disagree

Completely
agree

*  9. 3. d) Please provide rationale for your answer to the above question.
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Our initial research highlighted that remaining symptoms and changes in the intensity and unpredictability of symptoms of gMG have a
substantial impact on patients’ ability to carry out daily activities including housework, self-care and participating in hobbies. Patients frequently
report requiring help from support networks (including family, friends and partners) to carry out these daily activities.

In this section, we would like to explore the impact that remaining symptoms and changes in the intensity and unpredictability of symptoms of
gMG have on your ability to carry out daily activities.

* 10. 4. a) Please rank on a scale of 1–9 (with 1 being no impact and 9 being maximal impact) the impact that remaining symptoms of gMG have on
your ability to cook. (Select one option)

Tip: Remaining symptoms refers to symptoms that occur despite treatment for gMG.

1 2 3 4 5 6 7 8 9

        

No impact
Maximal
impact

* 11. 4. b) How much do you agree with the following statement: There are days I am unable to cook due unexpected changes in the intensity of my
symptoms of gMG, therefore I need to order food or find other alternatives.
Please rank on a scale of 1–9 (with 1 being completely disagree and 9 being completely agree). (Select one option)

1 2 3 4 5 6 7 8 9

        

Completely
disagree

Completely
agree
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Our initial research highlighted that remaining symptoms and changes in the intensity and unpredictability of symptoms of gMG have a
substantial impact on patients’ ability to carry out daily activities including housework, self-care and participating in hobbies. Patients frequently
report requiring help from support networks (including family, friends and partners) to carry out these daily activities.

In this section, we would like to explore the impact that remaining symptoms and changes in the intensity and unpredictability of symptoms of
gMG have on your ability to carry out daily activities.

* 12. 5. a) Please rank on a scale of 1–9 (with 1 being no impact and 9 being maximal impact) the impact that remaining symptoms of gMG have on
your ability to chew and swallow food comfortably.
(Select one option)

Tip: Remaining symptoms refers to symptoms that occur despite treatment for gMG.

1 2 3 4 5 6 7 8 9

        

No impact
Maximal
impact

13. 5. b) Please rank on a scale of 1–9 (with 1 being minimal impact and 9 being maximal impact) the impact that changes in the intensity and
unpredictability of your symptoms have on your ability to chew/ swallow food comfortably.

*(a) Intensity

*(b) Unpredictability

*  14. 5. c) Please provide your rationale for the rating you provided for the impact of intensity of your symptoms.

*  15. 5. d) Please provide your rationale for the rating you provided for the impact of unpredictability of your symptoms.
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  1 2 3 4 5 6 7 8 9

        

        

 

 



*  16. 5. e) Based on your previous answers in this section, what strategies do you use to mitigate your remaining symptoms of gMG with regards to
eating habits?
Tip: Remaining symptoms refers to symptoms that occur despite treatment for gMG.
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17. 6. a) Please rank on a scale of 1–9 (with 1 being no impact and 9 being maximal impact) the impact that remaining symptoms of gMG have on
your ability to participate in hobbies that involve physical activity/non-physical activities.
Tip: Remaining symptoms refers to symptoms that occur despite treatment for gMG.

*(a) Physical activities (e.g. sports, playing a musical
instrument, gardening)

*(b) Non-physical activities (e.g. playing video games,
reading, painting)

18. 6. b) Please rank on a scale of 1–9 (with 1 being no impact and 9 being maximal impact) the impact that the changes in the intensity and
unpredictability of your symptoms have on your ability to participate in hobbies that involve physical activities.

*(a) Intensity

*(b) Unpredictability

*  19. 6. c) Please provide your rationale for the rating you provided for the impact of intensity of your symptoms.

*  20. 6. d) Please provide your rationale for the rating you provided for the impact of unpredictability of your symptoms.
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  No impact- 1 2 3 4 5 6 7 8 Maximal impact - 9

        

        

 

  No impact- 1 2 3 4 5 6 7 8 Maximal impact - 9

        

        

 

 



*  21. 6. e) Please describe any non-physical hobbies (e.g. playing video games, reading, painting) that may be impacted by your remaining
symptoms and provide rationale.
Tip: Remaining symptoms refers to symptoms that occur despite treatment for gMG.

*  22. 6. f) If you did not experience remaining symptoms of gMG, what hobbies would you consider taking up?
Tip: Remaining symptoms refers to symptoms that occur despite treatment for gMG.
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Our initial research highlighted that remaining symptoms and changes in the intensity and unpredictability of symptoms of gMG have a
substantial impact on patients’ ability to carry out daily activities including housework, self-care and participating in hobbies. Patients frequently
report requiring help from support networks (including family, friends and partners) to carry out these daily activities.

In this section, we would like to explore the impact that remaining symptoms and changes in the intensity and unpredictability of symptoms of
gMG have on your ability to carry out daily activities.

23. 7. a) Please rank on a scale of 1–9 (with 1 being no impact and 9 being maximal impact) the impact that the following aspects of fatigue have on
your daily life.

*(a) General fatigue throughout the day (but still able to
perform daily tasks)

*(b) Unpredictable peaks of fatigue throughout the day
affecting daily tasks (e.g., chores, work, caring
responsibilities)

*(c) Specific limb or muscle fatigue

 24. 7.b) Are there any other aspects of fatigue that impact your daily life? If so, please explain how. [Please consider providing a response. This
information will be helpful for survey administrators.]
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  No impact- 1 2 3 4 5 6 7 8 Maximal impact - 9

        

        

        
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Our initial research highlighted that remaining symptoms and changes in the intensity and unpredictability of symptoms of gMG have a
substantial impact on patients’ ability to carry out daily activities including housework, self-care and participating in hobbies. Patients frequently
report requiring help from support networks (including family, friends and partners) to carry out these daily activities.

In this section, we would like to explore the impact that remaining symptoms and changes in the intensity and unpredictability of symptoms of
gMG have on your ability to carry out daily activities.

*  25. 8. Based on your previous answers, what strategies do you use to mitigate your remaining symptoms of gMG so that “bad days” are less of an
occurrence?
Tip: Remaining symptoms refers to symptoms that occur despite treatment for gMG.
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Our initial research has identified that many patients find themselves unable to commit to social plans due to remaining symptoms and changes
in the intensity and unpredictability of symptoms of gMG, and consequently, their social circles have been impacted.

In this section, we would like to explore the impact that remaining symptoms and changes in the intensity and unpredictability of symptoms of
gMG have on your social life.

* 26. 9. a) Please rank on a scale of 1–9 (with 1 being no impact and 9 being maximal impact) the impact that remaining symptoms of gMG have on
your ability to commit to social plans. (Select one option)

Tip: Remaining symptoms refers to symptoms that occur despite treatment for gMG.

1 2 3 4 5 6 7 8 9

        

No impact
Maximal
impact

* 27. 9. b) How much do you agree with the following statement: I find myself cancelling social plans due to unpredicted changes in the intensity of
my symptoms.
Please rank on a scale of 1–9 (with 1 being completely disagree and 9 being completely agree). (Select one option)

1 2 3 4 5 6 7 8 9

        

Completely
disagree

Completely
agree

*  28. 9. c) Please provide your rationale for your above ranking.
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Our initial research has identified that many patients find themselves unable to commit to social plans due to remaining symptoms and changes
in the intensity and unpredictability of symptoms of gMG, and consequently, their social circles have been impacted.

In this section, we would like to explore the impact that remaining symptoms and changes in the intensity and unpredictability of symptoms of
gMG have on your social life.

* 29. 10. a) Please rank on a scale of 1–9 (with 1 being no impact and 9 being maximal impact) the impact that remaining symptoms of gMG has on
your ability to maintain a social circle.
(Select one option)

Tip: Remaining symptoms refers to symptoms that occur despite treatment for gMG.

1 2 3 4 5 6 7 8 9

        

No impact
Maximal
impact

30. 10. b) Please rank on a scale of 1–9 (with 1 being minimal impact and 9 being maximal impact) the impact that changes in the intensity and

unpredictability of your symptoms have have on your ability to maintain a social circle

*(a) Intensity

*(b) Unpredictability

*  31. 10. c) Please provide your rationale for the rating you provided for the impact of intensity of your symptoms.

*  32. 10. d) Please provide your rationale for the rating you provided for the impact of unpredictability of your symptoms.
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  No impact- 1 2 3 4 5 6 7 8 Maximal impact - 9

        

        
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Our initial research has identified that many patients find themselves unable to commit to social plans due to remaining symptoms and changes
in the intensity and unpredictability of symptoms of gMG, and consequently, their social circles have been impacted.

In this section, we would like to explore the impact that remaining symptoms and changes in the intensity and unpredictability of symptoms of
gMG have on your social life.

33. 11. a) If you feel comfortable in doing so, please rank on a scale of 1–9 (with 1 being no impact and 9 being maximal impact) the impact that
remaining symptoms of gMG have on your romantic and/or sexual relationship(s). (Select one option)
[Please consider providing a response. This information will be helpful for survey administrators.]
Tip: Remaining symptoms refers to symptoms that occur despite treatment for gMG.

1 2 3 4 5 6 7 8 9

        

No impact
Maximal
impact

34. 11. b) Please rank on a scale of 1–9 (with 1 being minimal impact and 9 being maximal impact) the impact that changes in the intensity and
unpredictability of your symptoms have on your romantic or sexual relationship(s). 

*(a) Intensity

*(b) Unpredictability

*  35. 11. c) Please provide your rationale for the rating you provided for the impact of intensity of your symptoms.

*  36. 11. d) Please provide your rationale for the rating you provided for the impact of unpredictability of your symptoms.
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  No impact- 1 2 3 4 5 6 7 8 Maximal impact - 9

        

        
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Our initial research has identified that many patients find themselves unable to commit to social plans due to remaining symptoms and changes
in the intensity and unpredictability of symptoms of gMG, and consequently, their social circles have been impacted.

In this section, we would like to explore the impact that remaining symptoms and changes in the intensity and unpredictability of symptoms of
gMG have on your social life.

*  37. 12. Based on your previous answers in this section, what strategies do you use to mitigate your remaining symptoms of gMG with regards to
fulfilling your social life and relationships?
Tip: Remaining symptoms refers to symptoms that occur despite treatment for gMG.
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Our initial research has identified that remaining symptoms and changes in the intensity and unpredictability of symptoms of gMG can lead to
feelings of anxiety and frustration in patients as many perceive gMG to be limiting their independence. In addition, symptoms of gMG reportedly
impacted the way patients perceive themselves.

In this section we would like to explore the impact that remaining symptoms and changes in the intensity and unpredictability of symptoms of
gMG have on your mental wellbeing.

* 38. 13. a) Please rank on a scale of 1–9 (with 1 being no impact and 9 being maximal impact) the impact that remaining symptoms of gMG have
on you experiencing any feelings of anxiety or stress. (Select one option)

Tip: Remaining symptoms refers to symptoms that occur despite treatment for gMG.

1 2 3 4 5 6 7 8 9

        

No impact
Maximal
impact

39. 13. b) Please rank on a scale of 1–9 (with 1 being no impact and 9 being maximal impact) the impact that changes in the intensity and

unpredictability of your symptoms have on you experiencing any feelings of anxiety or stress.

*(a) Intensity

*(b) Unpredictability

*  40. 13. c) Please provide your rationale for the rating you provided for the impact of intensity of your symptoms.

*  41. 13. d) Please provide your rationale for the rating you provided for the impact of unpredictability of your symptoms.
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  No impact- 1 2 3 4 5 6 7 8 Maximal impact - 9

        

        
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Our initial research has identified that remaining symptoms and changes in the intensity and unpredictability of symptoms of gMG can lead to
feelings of anxiety and frustration in patients as many perceive gMG to be limiting their independence. In addition, symptoms of gMG reportedly
impacted the way patients perceive themselves.

In this section we would like to explore the impact that remaining symptoms and changes in the intensity and unpredictability of symptoms of
gMG have on your mental wellbeing.

* 42. 14. a) Please rank on a scale of 1–9 (with 1 being no impact and 9 being maximal impact) the impact that remaining symptoms of gMG have
on your self-esteem (e.g., caused by loss of independence, impacts on physical appearance).
(Select one option)

Tip: Remaining symptoms refers to symptoms that occur despite treatment for gMG.

1 2 3 4 5 6 7 8 9

        

No impact
Maximal
impact

43. 14. b) Please rank on a scale of 1–9 (with 1 being no impact and 9 being maximal impact) the impact that changes in the intensity and

unpredictability of your symptoms have on your self-esteem (e.g., caused by loss of independence, impacts on physical appearance).

*(a) Intensity

*(b) Unpredictability

*  44. 14. c) Please provide your rationale for the rating you provided for the impact of intensity of your symptoms.

*  45. 14. d) Please provide your rationale for the rating you provided for the impact of unpredictability of your symptoms.

 

The impact of remaining and fluctuating gMG symptoms 

 

 

  No impact- 1 2 3 4 5 6 7 8 Maximal impact - 9

        

        

 

 



Page 17 of 31



Our initial research has identified that remaining symptoms and changes in the intensity and unpredictability of symptoms of gMG can lead to
feelings of anxiety and frustration in patients as many perceive gMG to be limiting their independence. In addition, symptoms of gMG reportedly
impacted the way patients perceive themselves.

In this section we would like to explore the impact that remaining symptoms and changes in the intensity and unpredictability of symptoms of
gMG have on your mental wellbeing.

* 46. 15. a) Please rank on a scale of 1–9 (with 1 being no impact and 9 being maximal impact) the impact that remaining symptoms of gMG have
on your experiencing feelings of frustration. (Select one option)

Tip: Remaining symptoms refers to symptoms that occur despite treatment for gMG.

1 2 3 4 5 6 7 8 9

        

No impact
Maximal
impact

47. 15. b) Please rank on a scale of 1–9 (with 1 being no impact and 9 being maximal impact) the impact that changes in the intensity and
unpredictability of your symptoms have on experiencing feelings of frustration.

*(a) Intensity

  (b) Unpredictability

*  48. 15. c) Please provide your rationale for the rating you provided for the impact of intensity of your symptoms.

*  49. 15. d) Please provide your rationale for the rating you provided for the impact of unpredictability of your symptoms.
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  No impact- 1 2 3 4 5 6 7 8 Maximal impact - 9

        

        
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Our initial research has identified that remaining symptoms and changes in the intensity and unpredictability of symptoms of gMG can lead to
feelings of anxiety and frustration in patients as many perceive gMG to be limiting their independence. In addition, symptoms of gMG reportedly
impacted the way patients perceive themselves.

In this section we would like to explore the impact that remaining symptoms and changes in the intensity and unpredictability of symptoms of
gMG have on your mental wellbeing.

* 50. 16. Would you agree with the following statement: I sometimes experience regret when I think about the activities I used to be able to do
easily that are now more of a challenge and I therefore do less of.
Please rank on a scale of 1–9 (with 1 being completely disagree and 9 being completely agree). (Select one option)

1 2 3 4 5 6 7 8 9

        

Completely
disagree

Completely
agree

*  51. 17. Based on your previous answers in this section, what strategies do you use to mitigate your remaining symptoms of gMG with regards to
your mental wellbeing?
Tip: Remaining symptoms refers to symptoms that occur despite treatment for gMG.
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Our initial research identified that remaining symptoms and changes in the intensity and unpredictability of symptoms of gMG can have a
substantial impact on patients’ ability to work and study. For example, learning new skills, studying and commuting to work or education
institutions were often cited as being made more difficult for patients with gMG.

In this section we would like to explore the impact that remaining symptoms and changes in the intensity and unpredictability of symptoms of
gMG have on your education, training and/or employment.

* 52. 18. a) Please rank on a scale of 1–9 (with 1 being no impact and 9 being maximal impact) the impact that remaining symptoms of gMG have
on your ability to learn new skills. (Select one option)

Tip: Remaining symptoms refers to symptoms that occur despite treatment for gMG.

1 2 3 4 5 6 7 8 9

        

No impact
Maximal
impact

53. 18. b) Please rank on a scale of 1–9 (with 1 being no impact and 9 being maximal impact) the impact that changes in the intensity and
unpredictability of your symptoms have on your ability to learn new skills.

*(a) Intensity

*(b) Unpredictability

*  54. 18. c) Please provide your rationale for the rating you provided for the impact of intensity of your symptoms.

*  55. 18. d) Please provide your rationale for the rating you provided for the impact of unpredictability of your symptoms.

 

The impact of remaining and fluctuating gMG symptoms 

 

 

  No impact- 1 2 3 4 5 6 7 8 Maximal impact - 9

        

        
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Our initial research identified that remaining symptoms and changes in the intensity and unpredictability of symptoms of gMG can have a
substantial impact on patients’ ability to work and study. For example, learning new skills, studying and commuting to work or education
institutions were often cited as being made more difficult for patients with gMG.

In this section we would like to explore the impact that remaining symptoms and changes in the intensity and unpredictability of symptoms of
gMG have on your education, training and/or employment.

* 56. 19. a) Please select the option(s) below that best describe(s) your current employment status.
(Select one option)

 In education (Full-time)

 In training (Full-time)

 Employed (Full time)

 Employed (Part time)

 Retired

 Long-term sick-leave

 Unemployed (previously employed)

 Unemployed (no prior work history)

 Other (Please specify)  __________

57. 19. b) (if applicable) Had you been diagnosed/experiencing gMG symptoms before or during studying or training? (Select one option)

 Yes

 No

* 58. Please rank on a scale of 1-9 (with 1 being no impact and 9 being maximal impact) the impact that remaining symptoms of gMG have on your
ability to study. (Select one option)

Tip: Remaining symptoms refers to symptoms that occur despite treatment for gMG.

NOTE : Answer the below question only if answer to( ( Q#57 is Yes ) )

1 2 3 4 5 6 7 8 9

        

No impact
Maximal
impact

59. Please rank on a scale of 1–9 (with 1 being no impact and 9 being maximal impact) the impact that changes in the intensity and unpredictability
of your symptoms have on your ability to study.

*(a) Intensity

*(b) Unpredictability

*  60. Please provide your rationale for the rating you provided for the impact of intensity of your symptoms.

NOTE : Answer the below question only if answer to( ( Q#57 is Yes ) )

 

The impact of remaining and fluctuating gMG symptoms 

 

 

 

 

NOTE : Answer the below question only if answer to( ( Q#57 is Yes ) )

  No impact- 1 2 3 4 5 6 7 8 Maximal impact - 9

        

        

 



*  61. Please provide your rationale for the rating you provided for the impact of unpredictability of your symptoms.

NOTE : Answer the below question only if answer to( ( Q#57 is Yes ) )
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Our initial research identified that remaining symptoms and changes in the intensity and unpredictability of symptoms of gMG can have a
substantial impact on patients’ ability to work and study. For example, learning new skills, studying and commuting to work or education
institutions were often cited as being made more difficult for patients with gMG.

In this section we would like to explore the impact that remaining symptoms and changes in the intensity and unpredictability of symptoms of
gMG have on your education, training and/or employment.

*  62. 20. Please describe any impact that remaining symptoms of gMG have on your ability to apply for or accept a new job or promotion. Please
also include the impact of unpredictable symptoms and any variations in their intensity.
Tip: Remaining symptoms refers to symptoms that occur despite treatment for gMG.

NOTE : Answer the below question only if answer to( ( Q#56 is In education (Full-time) OR In training (Full-time) OR Employed
(Full time) OR Employed (Part time) OR Retired OR Long-term sick-leave OR Unemployed (previously employed) ) )

*  63. 21. Please describe the impact that remaining symptoms of gMG have on your ability to complete your work-related training
requirements. Please also include the impact of unpredictable symptoms and any variations in their intensity.
Tip: Remaining symptoms refers to symptoms that occur despite treatment for gMG.

NOTE : Answer the below question only if answer to( ( Q#56 is In education (Full-time) OR In training (Full-time) OR Employed
(Full time) OR Employed (Part time) OR Retired OR Long-term sick-leave OR Unemployed (previously employed) ) )

The impact of remaining and fluctuating gMG symptoms 
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Our initial research identified that remaining symptoms and changes in the intensity and unpredictability of symptoms of gMG can have a
substantial impact on patients’ ability to work and study. For example, learning new skills, studying and commuting to work or education
institutions were often cited as being made more difficult for patients with gMG.

In this section we would like to explore the impact that remaining symptoms and changes in the intensity and unpredictability of symptoms of
gMG have on your education, training and/or employment.

* 64. 22. a) Please rank on a scale of 1–9 (with 1 being no impact and 9 being maximal impact) the impact that remaining symptoms of gMG have
on your ability to commute to work or education/training facility.
(Select one option)

Tip: Remaining symptoms refers to symptoms that occur despite treatment for gMG.

1 2 3 4 5 6 7 8 9

        

No impact
Maximal
impact

65. 22. b) Please rank on a scale of 1–9 (with 1 being no impact and 9 being maximal impact) the impact that changes in the intensity and
unpredictability of your symptoms have on your ability to commute to work or education/training facility

*(a) Intensity

*(b) Unpredictability

*  66. 22. c) Please provide your rationale for the rating you provided for the impact of intensity of your symptoms.

*  67. 22. d) Please provide your rationale for the rating you provided for the impact of unpredictability of your symptoms.

 

The impact of remaining and fluctuating gMG symptoms 

 

 

  No impact- 1 2 3 4 5 6 7 8 Maximal impact - 9

        

        
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Our initial research identified that remaining symptoms and changes in the intensity and unpredictability of symptoms of gMG can have a
substantial impact on patients’ ability to work and study. For example, learning new skills, studying and commuting to work or education
institutions were often cited as being made more difficult for patients with gMG.

In this section we would like to explore the impact that remaining symptoms and changes in the intensity and unpredictability of symptoms of
gMG have on your education, training and/or employment.

* 68. 23. a) Please rank on a scale of 1–9 (with 1 being no impact and 9 being maximal impact) the impact that remaining symptoms of gMG have
on your financial situation (such as a need to stop working, having to request reduced working hours, or making career-path sacrifices due to
your gMG symptoms).
(Select one option)

Tip: Remaining symptoms refers to symptoms that occur despite treatment for gMG.

1 2 3 4 5 6 7 8 9

        

No impact
Maximal
impact

69. 23. b) Please rank on a scale of 1–9 (with 1 being no impact and 9 being maximal impact) the impact that changes in the intensity and

unpredictability of your symptoms have on your financial situation (such as a need to stop working, having to request reduced working hours, or
making career-path sacrifices due to your gMG symptoms).

*(a) Intensity

*(b) Unpredictability

*  70. 23. c) Please provide your rationale for the rating you provided for the impact of intensity of your symptoms.

*  71. 23. d) Please provide your rationale for the rating you provided for the impact of unpredictability of your symptoms.

 

The impact of remaining and fluctuating gMG symptoms 

 

 

  No impact- 1 2 3 4 5 6 7 8 Maximal impact - 9

        

        
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Our initial research identified that remaining symptoms and changes in the intensity and unpredictability of symptoms of gMG can have a
substantial impact on patients’ ability to work and study. For example, learning new skills, studying and commuting to work or education
institutions were often cited as being made more difficult for patients with gMG.

In this section we would like to explore the impact that remaining symptoms and changes in the intensity and unpredictability of symptoms of
gMG have on your education, training and/or employment.

 72. 24. Other than your ability to work, do remaining symptoms of gMG and/or unpredictability and variations in intensity of symptoms have any
other financial impact on your life?
[Please consider providing a response. This information will be helpful for survey administrators.]
Tip: Remaining symptoms refers to symptoms that occur despite treatment for gMG.

*  73. 25. Based on your previous answers in this section, are there strategies you use to mitigate your remaining symptoms of gMG with regards to
working schedule and tasks required for the job/training? 
Tip: Remaining symptoms refers to symptoms that occur despite treatment for gMG.

 

The impact of remaining and fluctuating gMG symptoms 
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* 74. 26. a) Are you currently in receipt of financial support/benefits following your gMG diagnosis and due to still experiencing gMG symptoms
despite therapy? (Select one option)

 Yes

 No

*  75. 26. b) Do changes in the intensity and unpredictability of your symptoms affect your eligibility for financial support/ benefits?

 

The impact of remaining and fluctuating gMG symptoms 
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Our initial research identified that patients have difficulties in being able to plan for the future due to remaining symptoms and changes in the
intensity and unpredictability of symptoms of gMG. In particular, planning to have children and furthering one’s career were noted to be
particularly difficult.

In this section we would like to explore the impact that remaining symptoms and changes in the intensity and unpredictability of symptoms of
gMG have on your ability to plan for the future.

76. 27. Please rank on a scale of 1–9 (with 1 being no impact and 9 being maximal impact) the impact that remaining symptoms of gMG have on
your plans to have children (if you feel comfortable to do so). (Select one option)
[Please consider providing a response. This information will be helpful for survey administrators.]
Tip: Remaining symptoms refers to symptoms that occur despite treatment for gMG.

1 2 3 4 5 6 7 8 9

        

No impact
Maximal
impact

77. 28. a) Please rank on a scale of 1–9 (with 1 being no impact and 9 being maximal impact) the impact that changes in the intensity and
unpredictability of your symptoms have on your decision relating to having children (e.g., hesitancy around pregnancy or limitations on how
many children you may be able to care for).

  (a) Intensity

  (b) Unpredictability

 78. 28. b) Please provide your rationale for the rating you provided for the impact of intensity of your symptoms.

 79. 28. c) Please provide your rationale for the rating you provided for the impact of unpredictability of your symptoms.

 

The impact of remaining and fluctuating gMG symptoms 

 

 

  No impact- 1 2 3 4 5 6 7 8 Maximal impact - 9

        

        
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Our initial research identified that patients have difficulties in being able to plan for the future due to remaining symptoms and changes in the
intensity and unpredictability of symptoms of gMG. In particular, planning to have children and furthering one’s career were noted to be
particularly difficult.

In this section we would like to explore the impact that remaining symptoms and changes in the intensity and unpredictability of symptoms of
gMG have on your ability to plan for the future.

* 80. 29. a) Please rank on a scale of 1–9 (with 1 being no impact and 9 being maximal impact) the impact that remaining symptoms of gMG have
on your ability to plan to further your career/education/training. (Select one option)

Tip: Remaining symptoms refers to symptoms that occur despite treatment for gMG.

1 2 3 4 5 6 7 8 9

        

No impact
Maximal
impact

81. 29. b) Please rank on a scale of 1–9 (with 1 being no impact and 9 being maximal impact) the impact that changes in the intensity and
unpredictability of your symptoms have on your ability to plan to further your career/education/training.

*(a) Intensity

*(b) Unpredictability

*  82. 29. c) Please provide your rationale for the rating you provided for the impact of intensity of your symptoms.

*  83. 29. d) Please provide your rationale for the rating you provided for the impact of unpredictability of your symptoms.

 

The impact of remaining and fluctuating gMG symptoms 

 

 

  No impact- 1 2 3 4 5 6 7 8 Maximal impact - 9

        

        
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Our initial research identified that patients have difficulties in being able to plan for the future due to remaining symptoms and changes in the
intensity and unpredictability of symptoms of gMG. In particular, planning to have children and furthering one’s career were noted to be
particularly difficult.

In this section we would like to explore the impact that remaining symptoms and changes in the intensity and unpredictability of symptoms of
gMG have on your ability to plan for the future.

*  84. 30. a) Please describe any future plans you would like to make if remaining symptoms of gMG did not affect you.
Tip: Remaining symptoms refers to symptoms that occur despite treatment for gMG.

*  85. 30. b) Please describe any future plans you would like to make if you had better controlled remaining symptoms (predictable and consistent

in intensity).

 

The impact of remaining and fluctuating gMG symptoms 
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Our initial research highlighted that certain factors, including weather, hot/cold temperatures, and personal stress can have an impact on
symptom intensity and unpredictability.
In this section we would like to explore the impact that certain factors have on the intensity and unpredictability of remaining symptoms of gMG.

86. 31. a) Please rank on a scale of 1–9 (with 1 being no impact and 9 being maximal impact) the effect that the following aspects have on the
intensity of your symptoms of gMG.

*(a) The amount of time that has passed since the last
treatment dose received (e.g., intravenous injection)

*(b) Time in your menstrual cycle

*(c) Other (please specify)

*  87. Please provide rationale for your above ranking of how the time since treatment affects the intensity of your symptoms of gMG.

NOTE : Answer the below question only if answer to( ( Q#86(a) is No impact- 1 OR 2 OR 3 OR 4 OR 5 OR 6 OR 7 OR 8 OR Maximal
impact-9 ) )

*  88. Please provide rationale for your above ranking on how your time in menstrual cycle affects the intensity of your symptoms of gMG.

NOTE : Answer the below question only if answer to( ( Q#86(b) is No impact- 1 OR 2 OR 3 OR 4 OR 5 OR 6 OR 7 OR 8 OR Maximal
impact-9 ) )

 

The impact of remaining and fluctuating gMG symptoms 

 

  Not applicable No impact- 1 2 3 4 5 6 7 8 Maximal impact-9

         

         

         

 

 



*  89. Please describe any other factors that have affected the intensity of your symptoms of gMG and explain your above ranking.

NOTE : Answer the below question only if answer to( ( Q#86(c) is No impact- 1 OR 2 OR 3 OR 4 OR 5 OR 6 OR 7 OR 8 OR Maximal
impact-9 ) )
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Our initial research highlighted that certain factors, including weather, hot/cold temperatures, and personal stress can have an impact on
symptom intensity and unpredictability.
In this section we would like to explore the impact that certain factors have on the intensity and unpredictability of remaining symptoms of gMG.

*  90. 32. a) Please describe the impact on an average day/week that a variation in the intensity of your symptoms of gMG can have.

*  91. 32. b) Please describe the impact on an average day/week that a variation in the predictability of your symptoms of gMG can have.

 

The impact of remaining and fluctuating gMG symptoms 
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