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follow-up of children with congenital heart disease: a scoping review
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These findings will be combined with qualitative interview data to inform the development
of a taxonomy of neurodevelopmental models of care for children with CHD, which can
be used to support simulation modelling of service delivery and subsequent
Implementation planning at local and national levels.

Children with congenital heart disease (CHD) are at increased risk for developmental
deficits. Despite the importance of neurodevelopmental follow-up in long-term CHD care,
limited research considers the design and implementation of such programs. An improved
understanding of best program approaches has been identified as a critical element of the
congenital heart disease research agenda to guide implementation and evaluate impacts in

_ However, published descriptions of neurodevelopmental follow-up programs, their
practice [1].

implementation, and impact are limited, and constrained to a small number of
geographical regions. As a result, defining components of a successful program and
understanding how they may be adapted to different contexts is challenging.
Neurodevelopmental follow-up providers should be encouraged to evaluate and report on
their programs to provide critical insights into the gaps identified in this review.

Background

To support this, we performed a scoping review which aimed to identify and describe
characteristics of neurodevelopmental follow-up programs for children with CHD and
highlight contextual factors impacting implementation.
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How many publications reported each outcome?

What were the characteristics of the included publications?
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What were the common neurodevelopmental follow-up program elements?
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What were the challenges and enablers to delivering neurodevelopment follow-up programs?

Lack of skilled/qualified personnel to perform follow-up

Dedicated, skilled, collaborative interdisciplinary team Lack of resources, time and assessment tools

Leveragg emstmg resources/ C"“'Fs \/ Providers lack knowledge about ND/guidelines
Scheduling appointment before discharge High cost of service delivery

Institutional support and program leadership Travel/transport to clinic for families & time involved
Schedule ND visits to align with other appointments for patient Lack of insurance coverage/reimbursement
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