
PRO/CON 1 

Arrested Development Assisted/Rights of Caretaker vs. Disabled 
 

 

Case Presentation: 

A.S. is a 6.5 year old female full-term product of unremarkable pregnancy and uncomplicated 

delivery.  At 1 month of age she developed symptoms that included hypotonia, feeding 

difficulties, choreoathetoid movements, and delayed development.  An extensive work-up by 

specialists in neurology, genetics, and developmental pediatrics failed to identify a specific 

cause.  Static encephalopathy with marked global developmental deficits was the eventual 

diagnosis.  In the ensuing years her development never progressed beyond that of an infant.  At 

age 6 years she is gastrostomy-tube feeds dependent and can not sit, ambulate, or speak.  

However, she clearly vocalizes and smiles to care and/or affection.  The combined opinion of the 

specialists involved in her care is that there will be no significant future improvement in her 

cognitive or neurologic baseline. 

 

Since birth she receives care at home along with two health siblings by two loving parents who 

are both college-educated professionals.  Despite her severe disabilities, she is clearly seen as an 

integral and much loved member of the family.   

 

The patient presents with early onset puberty.  The parents are particularly concerned about 

accelerated growth (advancing from 50
th

 to 75
th

 percentile over previous 6 months).  The parents 

also express their concern for their daughter’s long-term future.  The parents fear that her 

increased growth will eventually make care at home untenable, that care would have to be 

provided by “others” outside home and that complications of puberty, particularly the onset of 

menses and possible pregnancy, present an unacceptable burden to their daughter. 

 

After extensive consultation between parents and physicians, are plan of care is developed that 

includes growth attenuation (high dose estrogen), pre-treatment hysterectomy and breast bud 

removal.  Because a growth-attenuating treatment regiment is unconventional and controversial, 

an ethics review is initiated. 

 

 

PRO – Rights of the Caretaker: Nancy L. Glass, MD, MBA, FAAP 

 

 

CON – Rights of the Disabled: Lynn D. Martin, MD, FAAP, FCCM 


