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Overview
Research looking at the communication between parents and their children with an intellectual disability suggests parents may avoid specific conversations surrounding the topic of disability for several reasons. Parents who do not have a specific diagnosis for their child’s intellectual disability may find it difficult to have a conversation about disability. Other parents may avoid such conversations with the intention of protecting their child from the stigma often experienced by individuals with an intellectual disability.  IMPLICATIONS FOR COOPERATIVE EXTNESION:
The study reflects the challenge parents face when trying to know if they should have a conversation about difference or disability with their adolescent with intellectual disability.   Parents who reported having a conversation with their adolescent about disability or difference, as well as parents who did not have the conversation, indicated a desire to do what they felt was in their child’s best interest. It was never the intention of the article to criticize those who choose not to have a conversation. The study suggests further research is needed to look at the timing, context and the content of parent-child discussions of difference and disability. 


Method
Design and Sample. The study is part of a larger research project that included adolescents with intellectual disability, along with their parents and special education teachers. Participants were recruited through a Midwest urban school district. Data collection for adolescents took place at their school. Parent data was collected by sending the questionnaire home with the students and were returned in a sealed envelope upon completion. 

Measures. Adolescent self-concept was assessed with the Self-Perception Profile for Children (Harter 1985), “a 36-item self-report measure tapping global self-worth and five specific domains of the self-concept: scholastic competence, athletic competence, social acceptance, physical appearance and behavioral conduct” (Jones et al. 2014). Adolescents’ self-determination was assessed with the Arc’s Self-Determination Scale (Wehmeyer & Kelchner 1995). 
Parent communication regarding difference and disability was assessed by using a 12 item open-ended questionnaire (adapted from Cunninghm & Glenn 2004). Parents also completed a demographic questionnaire. 

Results
Results of the study that 62% of parents reported having a conversation with their adolescent about differences with his or her peers while 44% of parents reported having a conversation about disability with the adolescent. It is also important to note that 30% of parents explicitly stated they had not had a conversation about difference or disability and 4% chose not answer questions related to parent-child communication on the questionnaire. 
The parents’ narratives allow insight into some of the conversations, including events that initiated conversations with their adolescents regarding difference or disability. Some parents’ narratives indicated they had conversations with their child in reaction to the child being socially left out or bullied. Missed milestones such as driving, dating or attending college also prompted conversation about either difference or disability. Some parents who reported they had not had a conversation about difference or disability provided explanations. Parents stated they did not have a conversation with their child because they did not think their child would understand or parents did not want their children to feel differently about themselves or have them feel like they had limitations because of their disability. 
The study questioned whether there were differences in parents’ communication by etiology. Results showed a statistically significant difference in the parent-child communication about difference and disability and the parents who attribute their child’s intellectual disability to a specific etiology (e.g., Down Syndrome) and parents who do not know the cause of their child’s intellectual disability. These findings suggest that when parents know the cause of their adolescents’ condition parents are more inclined to initiate a conversation due to feeling prepared for questions their child might have.
The study also explored the link between parent communication regarding difference and disability and adolescent self-concept and self-determination. Results indicated that when parents had a conversation with their adolescent about difference and disability, adolescents reported feeling less competent in schoolwork and social acceptance than adolescents whose parents did not have a conversation about their disability or difference. However, there was no significant difference in other self-concept domains or global self-worth. There was also no significant difference between groups on adolescent self-determination. Because many parents engaged in a conversation about difference and disability after their adolescent had been bullied or in response to a missed milestone, this could be an explanation for declined self-concept related to scholastic competence and societal acceptance. 
The study sheds light on the difficult nature of parents engaging in conversation about difference and disability with adolescents with intellectual disability. Most parents in the study struggled with what to say to their child and when. 
The study limitations: The sample size was limited to a small group. The open-ended questions provided to be valuable data, but left room for variability given that the responses were a single day’s snap shot and not over a substantial period of time. Only one parent participated from each family.   




