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Transition to adulthood is a challenging
process that is especially difficult for youth
with neurodevelopmental disorders (NDD)
and their caregivers.

Due to transition age youth with NDD
having complex medical and behavioral
health needs, youth and their caregivers
have to navigate several systems of care to
support them.

Despite these challenges, there has been
limited research into the needs of this
population during transition to adulthood
from a quality improvement perspective.

Caregivers of individuals ages 15-26 with

NDD ranked medical care and community
service concerns in order of importance
using a single anonymous online survey.
Survey was offered in English and Spanish.
4472 surveys were distributed to
participants recruited from Alta California
Regional Center, UC Davis MIND Institute
registry, and the UC Davis MIND Institute
family navigator program.

Demographic information from survey
respondents was also collected.

No incentive was offered for survey
completion.

Responses may provide a family-centered
framework for support to caregivers of
youth with NDD during the transition to
adulthood.

Demographic data from the survey cohort
may further direct services to specific
populations, including for youth with NDD
and co-occurring mental health diagnosis.
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