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How do we measure it?

Generic health 
status

Specific health 
status

Multitude of 
health indicators

MG-QOL15
MG-ADL
QMG

SF-36
EQ-5D

Psychosocial 
outcomes, Work, 
depression, sleep, 
disabilities etc.



Rand SF-36

Measures general health perceptions

36 questions, which are sorted into two 
summary scores physical and mental 
composite scale (0-100)

Translated into multiple languages and 
has norm-based scoring so that 
comparison across countries is possible



Myasthenia gravis quality of 
life MG-QOL15 and MGQ

Simple, easy to 
administer, user-

friendly, and quick.
Relevant to MG

Quick look is 
enough

Practical in the 
office

Used as secondary 
outcome in studies



SF-36 studies in MG patients  (n=11 in 2019)

Author Type of Cohort Patients (N) Country Compared to country 
controls

Paul et al, 2001 Cohort from patient 
organization

27 US reduced

Padua et al, 2002 Clinical cohort 46 Italy reduced

Rostedt et al, 2005-2006 Clinical cohort 42-48 Sweden Not stated

Leonardi et al 2010 Clinical cohort 102 Italy Reduced when symptoms

Winter et al, 2010 Multicenter cohort 43 Germany reduced

Twork et al, 2010 Cohort from patient 
organization

1518 Germany reduced

Kalkantrakorn et al, 2010 Clinical cohort 71 Thailand Reduced

Boldingh et al, 2012 Population based cohorts 858 Norway / The Netherlands Reduced

Szczudlik et al, 2020 Clinical cohort 339 Poland Not stated



Lower quality of life compared to normative population

N=



Also the Norwegian MG patients scored lower than the normative 
population



When in remission the HRQOL is not reduced 



Mainly generalized and bulbar symptoms  had reduced HRQOL



Antibody profile was not important



Compared to other chronic diseases



Not large change between 2001 and 2010



SF-36 
2008-2018

67
65
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Which factors influences HRQOL in MG 
patients

Positive factors
• Being male
• Employment 
• Higher education
• Active lifestyle
• Good mental health

Negative factors
• Being women (Boldingh, 2015)
• Treatment factors (Boldingh, 2015)
• Generalized disease/ functional 

impairment(Boldingh, 2015 and 
several others)

• BMI (Szczudlik, 2020). 
• Type of work, education status and 

physical activity (Szczudlik, 2020). 
• Depression, anxiety, older age, 

poor acceptance (Bosovic, 2020)



Take home message

• More longitudinal studies are needed
• Optimize treatment factors
• Little change in QOL over the decades indicates need for more 

multidiciplinary support / courses / rehabilitation
• Mental health factors
• Disease acceptance and coping issues
• Paid work and mapping of which jobs are suitable
• Guidance into active life style

• A lot of other factors are studied
• Effect of MG on familiy planning, fatigue, sleep problems, effect of presence 

of co-morbidity
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