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The multidisciplinary team on the Angelman Clinic at the Carolina Institute for Developmental 
Disabilities (CIDD) focuses primarily on the comprehensive communication, behavioral, 
developmental, medical, and sleep needs of the individual with Angelman syndrome (AS). 
However, in the last few years we have also begun to focus more on the needs of the family, 
especially the parents of the individual with AS—adding social work to our core team and asking 
parents to complete questionnaires about their experiences with stress related to childrearing.  
Research has demonstrated that parents of individuals with AS have elevated levels of 
parenting stress, experience anxiety and depression, and perceive negative outcomes greater 
than those of normative samples and other rare genetic disorders (Griffith, et al., 2011; Wulffaert 
et al., 2010). Levels of parenting stress and need vary by molecular subtype of AS and severity 
of phenotype (e.g. aberrant behavior, sleep difficulties, and overall cognitive and adaptive 
functioning), with results suggesting a higher level of support may be needed for these families 
(Miodrag and Peters, 2015).  
 
This presentation will review results expanding upon the literature on parenting stress in AS, 
including stress in relation to the reported clinical needs and phenotypic expression of 
individuals with AS who have been seen in the AS clinic at the CIDD. Preliminary results from 
the current sample (N=48) suggests significant differences between group means of those with 
and without parent reported behavioral concerns in the areas of parent distress (t(28) = 2.33 p = 
.03 ) and total stress (t(28) = 2.87 p = .009 ). Behavioral concerns are also the most significant 
predictor of overall stress experienced (R2 = .22, F(1, 28) = 7.86, p = .009) by parents. Further 
analysis of the relationship between etiology, age, specific behavioral profiles (as captured by 
the Aberrant Behavior Checklist), and protective factors associated with parent stress will also 
be conducted and presented.  
 


