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Abstract 

Background: The clinical knowledge suggests that many with Rett syndrome (RS) 

capable of independent walking are experiencing episodes of losing and regaining 

independent walking, yet this phenomenon is not mentioned in the literature. 

Therefore, therapist treating this population might assume a child has reached the IV's 

stage of RS, and refrain from trying to re-achieve walking.  

Objectives: To evaluate the incidence of losing and regaining independent walking in 

individuals with RS. 

Procedure: An interview conducted with 49 parents of individuals with RS showing 

independent walking.  

Results: Eighty percent (36 of 49) have experienced losing and regaining independent 

walking at a mean age of 11.2 years. The causes attributing to losing independent 

walking have been found as: orthopedic (24%), neurological (17%) , illness/medical 

(15%) , sensorial (15%) , emotional (11%) , iatrogenic (9%), miscellanies (3%). 

Regaining walking was achieved (after a mean of 193 days) due to intense 

intervention initiated by either parents or physiotherapists.        

Conclusions:  The findings suggest that losing and regaining independent walking is a 

common phenomenon in RS. Lose of functional abilities at adolescence is common 

among other individuals with special needs (Down syndrome, Cerebral Palsy). 

Moreover, no known anatomical or physiological attributes have been associated with 

the decline in motor abilities associated with the IV's stage of RS.  Therefore, the 

researchers suggest that the fourth stage (IV) described as an integral part of RS 

should be discarded, and the three stages describing the development of RS, should be 

referred to as suggested by Dr. Alison Kerr: Pre-regression, regression, and post 

regression.     
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