Supplementary Material
Literature review
The literature review consisted of a targeted PubMed search of results published between March 1, 2002, and March 1, 2022, a targeted gray literature search conducted in April 2022, and manual addition of publications shared by the study sponsor. The PubMed search strings included “myasthenia gravis [MeSH Terms]” paired separately with each of the following terms using the AND operator: patient treatment preference; patient voice; initial consultation; navigation of referral; barriers; management of referral; patient preference OR caregiver preference OR caregiver; newly diagnosed; goals; decision making; lifestyle; preference; provider discussion; challenges; patient needs; follow-up; care coordination; management [MeSH Terms]; treatment [MeSH Terms]; diagnosis [MeSH Terms]; quality of life [MeSH Terms]; referral [MeSH Terms]; daily life [MeSH Terms]; care delivery [MeSH Terms].
Gray literature and other internet sources included the American Academy of Neurology, Conquer MG, U.S. Food and Drug Administration, MG Foundation of America, National Health Council, National Organization for Rare Diseases, and RareConnect.
Excluded publication types were animal studies, case reports, clinical trial protocols, comments, datasets, editorials, interviews, news, lectures, legal cases, legislation, letters, periodical indices, personal narratives, research support, scientific integrity reviews, and webcasts. Non-English abstracts and studies in participants <18 years of age were also excluded.
The literature screening process is summarized in Supplementary Figure 1 below:


Supplementary Figure 1. Evidence identification and selection process.
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aIncludes 7 references suggested by the study sponsor. 
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Supplementary Table 1 Impacts identified in the patient and caregiver interviews.
	Domains
(total: 8)
	Impact elements
+11 new (total: 47)
	Impact experiences
+14 new (total: 84)

	Financial
	Reduced personal or household income
	· Fixed income
· Lack of savings
· Taking on additional dependents (caregiver only)
· Increased responsibility for income as sole provider (caregiver only)
· Needed income to support cost of living outpacing raises

	
	Financial tradeoffs
	· Reduced discretionary income/“fun” money
· Need to defer big purchases (eg, house)

	
	Financial toxicity
	· Skipping doses or not filling prescriptions (patient only)
· Choosing less effective treatment options (patient only)
· Reliance on high-risk external financial support (eg, loans; patient only)
· Reliance on charitable giving (eg, patient support programs, grants; patient only)
· Financial stress
· Reduced spending on necessities (eg, food, clothing, utilities)

	
	OOP costs
	· High cost of gMG treatments directly related to gMG care

	
	Cost of ADL needs
	· Increased expenses to support daily needs (eg, gas, transportation, parking)
· Need to hire household support (eg, babysitter, cleaners; patient only)

	
	High-cost expenses to support quality of life
	· Increased high-cost expenses (eg, car, medical devices, home modifications)
· Reside in high cost-of-living areas (near specialists)

	Planning and autonomy
	Vigilance
	· Hypervigilance, including frequent or constant alertness, expecting the worst
· Overplanning, including logistical coordination, preparing for the worst
· Awareness/caution of sensitivity to environmental triggers and communicable diseases (eg, heat, COVID, or other contagions, stairs, accessibility)

	
	Disruptions to plans
	· Forgoing, delaying, shortening, or generally changing planned activities; includes inability to plan/having to be reactive to situations (reactivity)

	
	Autonomy
	· Lack of choice in living situation, including where to live, what kind of dwelling to live in, living arrangements 
· Altering priorities
· Reduced independence (patient only)

	
	Instability
	· Uncertainty about the future, not knowing what each day will bring (patient only)

	
	Personal aspirations
	· Reduced ability to set personal goals (being a mother, being a spouse, living on a farm, etc.)
· Changes to previously set life goals and aspirations

	
	Life adaptations
	· Simplifying routines, such as cooking simpler meals, buying in smaller quantities that can be more easily held (patient only)
· Budgeting of energy/time to have enough for activities (patient only)

	
	Illness work
	· Time spent managing healthcare system (eg, insurance, medical providers, and other healthcare needs); often takes time away from other aspects of life

	Physical health
	Neglecting health needs 
	· Neglecting non-MG healthcare needs
· Reduced focus on personal health and wellness

	
	Downstream health impacts
	· Reduced functionality
· MG-related comorbidities
· Fatigue/exhaustion
· Headaches
· Weight changes

	Sleep
	Insomnia
	· Unable to sleep, staying up all night, etc.

	
	Quality of sleep
	· Irregular sleep schedule (eg, going to sleep late due to lack of time, taking naps to make up for exhaustion, poor sleep quality)​
· Not sleeping comfortably/well; may be due to stress, physical discomfort, disruption from devices, etc.)​
· Waking up frequently (eg, sleeping with one eye open, constantly alert, shallow sleep)

	
	Reliance on sleep aids
	· Need to use sleep-promoting medication to sleep

	Social
	Strain or change to relationships—Intimate
	· Negative impacts to intimate relationships and dating, including more distance, less connection, inability to see each other/make time for intimate relationships

	
	Strain or change to relationships—Immediate
	· Strain on family and friendships, lack of family understanding of MG, reduced quality time with immediate family or friends, difficult or strained communication with person with MG

	
	Strain or change to relationships—Non-immediate
	· Difficulty forming new friendships, includes more “limited social circle”

	
	Social isolation
	· Social isolation, wanting to stay at home, limit exposure to people and relationships

	
	Leisure
	· Reduced ability or desire to participate in social activities or events, including dinners, concerts, movies, etc.

	
	Hobbies
	· Reduced/lack of ability to participate in hobbies, including sports, crafts, and other pastimes

	
	Volunteering
	· Inability to volunteer, shift in volunteer activities or hours

	
	Religious services
	· Reduction in ability to attend religious services

	
	Real or perceived negative public perception and poor public understanding
	· Discomfort explaining situation to others, people don't understand, fear of and experienced social stigma, real or perceived mistrust or doubt of person/symptomatic experience

	Occupation
	Career aspirations
	· Passing on job opportunities
· Forego career or dream job
· Career dissatisfaction

	
	Freedom of occupation
	· Having to change jobs to accommodate gMG needs
· Being “stuck” in a role (patient only)

	
	Unemployment or underemployment
	· Unable to work (exited workforce; patient only)

	
	On-the-job disruption
	· Disrupted or irregular work schedule​
· Require unique work arrangements​
· Unable to perform duties/responsibilities (patient only)

	
	Productivity and performance
	· Real or perceived reduced personal performance​
· Real or perceived reduced business performance

	
	Absenteeism
	· Paid leave (PTO, FMLA)
· Unpaid leave

	
	Educational disruption
	· Defer or delay education

	Safety
	Real or perceived physical safety risks
	· Fear and real dangers of driving (patient only)
· Risk and experience of infections (eg, post-op; patient only)
· Risk and experience of choking or breathing obstruction (patient only)
· Risk and experience of falls (patient only)
· Risk and experience of injuries

	
	Real or perceived medical mistreatment
	· Greater risk of experiencing malpractice or medical mistreatment​
· Worse outcomes when malpractice or medical mistreatment is experienced (patient only)

	
	Powerlessness
	· Vulnerability to crime; not being able to defend themselves (patient only)

	Emotional health
	Anger or resentment
	· Charged negative feelings that include outrage, denial, feeling misunderstood by care team, feeling indignant (caregiver only)

	
	Fear or anxiety
	· Fears, apprehensions, and other feelings of general anxiety, uncertainty of future; inclusive of treatment-related fear (eg, effectiveness, availability, coverage, risk of changing treatment), fear of injury

	
	Frustration
	· Feeling drained, dissatisfaction with care team's gMG awareness, dissatisfaction with performing day-to-day activities or inability to plan; includes experience of disconnect between body and brain

	
	Sadness and depression
	· Feelings of sorrow, feeling resigned, feeling depressed, negative thought spirals, giving up; includes reduced feelings of enjoyment and comments about "being drained"

	
	Shame or embarrassment
	· Inclusive of feeling like a burden, lack of self-esteem, poor body image

	
	Guilt
	· Includes feeling selfish for talking about self/reflecting negatively on patient; guilt over being healthy

	
	Stress
	· Inclusive of stress-induced insomnia, stress due to underperformance at work, etc.

	
	Loss of identity
	· Personal identity is secondary or tied up in caregiving or having gMG (patient only)

	
	Impaired cognitive function
	· Difficulty remembering, concentrating, making decisions, and learning new things; inclusive of inability to complete ADLs, job (patient only)

	
	Disproportionate sense of responsibility
	· Mistrust of other caregivers, expanded sphere/downstream impact on non-gMG family members; includes the need to protect the MG patient's sense of normalcy, dignity (caregiver only)


Novel impacts not previously reported in the literature are shown in bold text.
Abbreviations: ADL = activities of daily living, FMLA = Family and Medical Leave Act, gMG = generalized myasthenia gravis, OOP = out-of-pocket, PTO = paid time off.




Supplementary Table 2 Patient rankings of impact domains
	Rank
	Domain (n, %)

	
	Emotional health
	Financial
	Physical health
	Planning and autonomy
	Occupational
	Safety
	Sleep
	Social

	1 (most impact)
	35 (14.6%)
	50 (20.9%)
	89 (37.2%)
	16 (6.7%)
	17 (7.1%)
	11 (4.6%)
	14 (5.9%)
	7 (2.9%)

	2
	43 (18.0%)
	33 (13.8%)
	61 (25.5%)
	23 (9.6%)
	32 (13.4%)
	18 (7.5%)
	17 (7.1%)
	12 (5.0%)

	3
	47 (19.7%)
	32 (13.4%)
	18 (7.5%)
	28 (11.7%)
	38 (15.9%)
	31 (13.0%)
	27 (11.3%)
	18 (7.5%)

	4
	36 (15.1%)
	27 (11.3%)
	27 (11.3%)
	34 (14.2%)
	28 (11.7%)
	33 (13.8%)
	29 (12.1%)
	25 (10.5%)

	5
	27 (11.3%)
	26 (10.9%)
	18 (7.5%)
	27 (11.3%)
	27 (11.3%)
	30 (12.6%)
	43 (18.0%)
	41 (17.2%)

	6
	19 (7.9%)
	26 (10.9%)
	16 (6.7%)
	36 (15.1%)
	28 (11.7%)
	43 (18.0%)
	27 (11.3%)
	44 (18.4%)

	7
	15 (6.3%)
	27 (11.3%)
	5 (2.1%)
	39 (16.3%)
	29 (12.1%)
	36 (15.1%)
	43 (18.0%)
	45 (18.8%)

	8 (least impact)
	17 (7.1%)
	18 (7.5%)
	5 (2.1%)
	36 (15.1%)
	40 (16.7%)
	37 (15.5%)
	39 (16.3%)
	47 (19.7%)


Bold text denotes the most frequently assigned rank for each domain.


Supplementary Table 3 Caregiver rankings of impact domains
	 Rank
	Domain (n, %)

	
	Emotional health
	Financial
	Physical health
	Planning and autonomy
	Occupational
	Safety
	Sleep
	Social

	1 (most impact)
	13 (16.0%)
	30 (37.0%)
	11 (13.6%)
	4 (4.9%)
	6 (7.4%)
	9 (11.1%)
	5 (6.2%)
	3 (3.7%)

	2
	12 (14.8%)
	8 (9.9%)
	21 (25.9%)
	11 (13.6%)
	10 (12.3%)
	11 (13.6%)
	6 (7.4%)
	2 (2.5%)

	3
	16 (19.8%)
	8 (9.9%)
	14 (17.3%)
	11 (13.6%)
	16 (19.8%)
	2 (2.5%)
	11 (13.6%)
	3 (3.7%)

	4
	9 (11.1%)
	6 (7.4%)
	13 (16.0%)
	7 (8.6%)
	15 (18.5%)
	17 (21.0%)
	8 (9.9%)
	6 (7.4%)

	5
	11 (13.6%)
	7 (8.6%)
	13 (16.0%)
	9 (11.1%)
	9 (11.1%)
	10 (12.3%)
	13 (16.0%)
	9 (11.1%)

	6
	7 (8.6%)
	10 (12.3%)
	5 (6.2%)
	16 (19.8%)
	6 (7.4%)
	17 (21.0%)
	5 (6.2%)
	15 (18.5%)

	7
	7 (8.6%)
	4 (4.9%)
	2 (2.5%)
	13 (16.0%)
	10 (12.3%)
	7 (8.6%)
	21 (25.9%)
	17 (21.0%)

	8 (least impact)
	6 (7.4%)
	8 (9.9%)
	2 (2.5%)
	10 (12.3%)
	9 (11.1%)
	8 (9.9%)
	12 (14.8%)
	26 (32.1%)


Bold text denotes the most frequently assigned rank for each domain.
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