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While the number of adults living with congenital heart disease (CHD) has now surpassed that of children, there is little guidance for patients and caregivers on how to make the transition from pediatric to adult centers. Our objective is to identify the developmental stages reached by young adults with CHD. Emerging adulthood is considered to be a distinct developmental period during which individuals aged 18 to 29 reach adult milestones, and is the stage during which adults with CHD make the transition from pediatric to adult cardiology care, usually solely based on age. Fifty-six participants (age 18-40, mean 29) with CHD completed the Markers of Adulthood questionnaire of their perception of adulthood and achievement of traditional adult developmental milestones. By the Bethesda classification of severity of CHD, 14 patients had simple lesions, 25 moderate, and 13 complex; the latter group had significantly more cardiac surgeries and more clinic visits, but similar functional class. 30% of patients overall and 56% of emerging adults felt they had not reached adulthood (mean 24.3 years [18-35]). Bethesda classification was not significantly different between patients who felt they had or had not reached adulthood. Compared to published data of other emerging adults, patients with CHD considered accepting responsibility for their actions and having a relationship with their parents as equal adults more important markers of having reached adulthood than the traditional milestones of completing education, independence in their finances and living situation.
In conclusion, patients across the spectrum of disease severity had similar perceptions of adulthood and reached similar milestones. 30% of CHD patients between the ages of 18 and 40 did not consider they had reached adulthood, and had different views of adulthood than published data on healthy volunteers. This study offers insight in ways to support the development of emerging adults with CHD. 

