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Dr. Lapidus initially clarified some facts about autoinflammatory diseases. She stated that they weren’t 
infectious and mentioned some other myths (i.e. diet alone will not cure it). The etiology (the cause of 
a disease or condition) of these diseases is genetic and there can be environmental factors to it.  

She defined autoinflammatory disease as a hyperactivated immature immune system leading to 
uncontrolled inflammation. There are several ways how patients can be monitored. Lab tests for 
example are used to monitor medications, inflammatory markers, as well as urine studies. Imaging 
might also be necessary. 

Some patients may need to see a pediatric ophthalmologist to monitor uveitis or some medications. 
Others will need an audiologist or other specialists depending on the clinical manifestations of their 
disease. However, regular pediatric rheumatology will be needed, as well as other subspecialty visits, 
depending on the case. 

She also addressed the need for improved disease control, the potential for a disease to be outgrown, 
medications, duration of disease/duration of treatment, adjustments with development. 

As treatment options, she listed: medications, surgery, diet, physical therapy & occupational therapy 
and exercise. She stressed to be cautious of information on the internet regarding diet. She elaborated 
on nutrition/diet stating that there was limited data. However, a healthy diet is always good. The 
importance of sleep hygiene (different practices and habits necessary to have a good night’s sleep 
quality) such as consistency of sleep hours and restorative sleep were also mentioned.  

Dr. Lapidus wrote down a few questions that parents might want to ask the treating doctor, such as: 
disease activity? What is remission? What symptoms may be experienced from medication? How can 
school/work be made easier? How can I help my child during the different stages of development? 

School was also discussed, as well as the need for having a modified 504 Plan in place. In the United 
States, the 504 Plan is a plan developed to ensure that a child who has a disability identified under the 
law and is attending an elementary or secondary educational institution receives accommodations that 
will ensure their academic success and access to the learning environment. It is recommended to 
educate the teacher/guidance counsellor or school nurse. Other important topics are college and 
infections at school. 

Developmental obstacles have also been identified. In childhood, it’s not easy explaining it to family and 
friends. Tweens (kids 8-12) will have to explain it to their friends & parents and self-realization of the 
implications of the disease on their life. And for adolescents, they desire not to be different from their 
peers, but their conditions will distinguish them. 

Dr. Lapidus then went on to give two very different examples: one parent didn’t want the teachers and 
child’s peers to know that there was any difference between their affected child and other children. So, 
the school and child’s peers were not informed of the child’s condition. 

Another parent opted for the opposite and ensured that the teachers and child’s peers were all 
informed about the child’s condition and the limitations this would have on the child. In both cases, the 
children did well. This shows that there is no single solution. It is very much dependent on the 
individuals. 


