
JUGGLING CARE AND 
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The balancing act of the rare 
disease community
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The challenge of working while living with a 
rare disease
Sandra Courbier, EURORDIS
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The difficulty to combine rare diseases and 
work life

 high absence rate at work: 58% were absent more than 15 days a year 

 having to make the decision to leave or reduce employment: 13% of parents faced it  

 facing the fact that the child is starting school later than average: 23% of parents face it

 difficulty in accessing higher education: 19% declare reported these difficulties
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Decrease of employment
quality

• 35% part time 
compared to 17% in the 
general population

• Interrupted carreers

Less fulfilling job carrers

• 76% were limited their 
professional choices

• 67% were limited in 
being promoted

Most rare disease patients remain employed 
but the disease decreases employment quality
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An unsatisfied request of flexible employment 
practices

Is/was your current/last work environment specially adapted for you, in terms of:


