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MENTAL HEALTH ISSUES: VIEWS AND CONCERNS OF PARENTS CARING FOR A CHILD OR YOUNG ADULT DIAGNOSED WITH 22q11DS
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Background: 22q11.2 Deletion Syndrome (22q11DS) is the most frequently occurring chromosomal micro-deletion in the global population. The syndrome is described as a complex, multi-system disorder that presents a risk of psychiatric disorders such as generalized anxiety, depression, psychosis and ADHD (Attention deficit hyperactivity disorder). Aim of this study was to investigate parents’ experiences of caring for children or adolescents with 22q11DS in Ireland and to identify parents’ perceptions of mental health issues and to evaluate the need for the development of a psycho-educational programme.
Method: Parents were recruited from the 22q11 Ireland support group (101) and the cleft palate database (41) at Our Lady’s Children’s Hospital, Crumlin, Dublin. Six focus groups were conducted using an interview guide. Relevant ethics committee approval was obtained. Content thematic analysis was used.
Results: Twenty-two parents (20 Mothers and two Fathers) participated (15% Response rate). Age range of the total group of children/adolescents with 22q11DS (13 girls, 8 boys) was 3 to 33 years with a mean age of 15 years. (45%) of the children exhibited obsessive behaviour. (41%) suffered anxiety.  (14%) suffered depression and one child had suicidal tendency. The majority of parents were aware of: the increased risk of mental health issues, felt they had to self-source information, believed their treating clinicians were unaware of the mental health risks, and did not inform them in a timely manner.  Parents expressed concern regarding mental health especially as the child advanced in age, but felt an inadequate level of available support. They believed that a psycho- educational programme would be beneficial and empowering to them as parents. 
Conclusion: There was overwhelming support for a targeted psycho-educational programme covering mental health development and risks, specific for different developmental levels of the child and delivered in a paediatric setting. 
