Evaluation of transition from pediatric to adult care in patients with Down syndrome:
Grading the evidence and identifying research gaps
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BACKGROUND
Health care transition (HCT) from pediatric to adult care is a
critical time for individuals with special health care needs
(SHCN). A structured transition process is associated with
improved population health outcomes, patient experience
and appropriate utilization of healthcare.5 Recommended
steps in healthcare transition for youth, particularly those
with SCHN2:
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OBJECTIVES/AIMS
1. Identify original research articles in peer-reviewed
medical journals that focus on key questions about
transitioning from pediatric to adult healthcare providers
for adults with DS
2. Evaluate the quality of the existing evidence, identify
deficiencies in current clinical knowledge and suggest
directions for future research
3. Begin to formulate practical guidelines to support best
medical practices for transitioning adults with DS from
pediatric to adult healthcare providers

DESIGN/METHODS
Using a PubMed search from 1960 to Present with Daily Update
Search Strategy in April 2020, we performed a literature search. The
MeSH terms [Down syndrome] and [Transition to Adult Care] were
used. Case series involving fewer than 5 subjects and review articles
were not included. Additional searches were performed using a
PubMed search for topics “Down syndrome” and “transition to adult
care”.
By consensus the following key questions were formulated:
• Are youth/young adults with DS more likely to have a gap in
transition services?
• Do individuals with DS have more high-risk criteria for transition?
• Does an appropriate transition of care impact morbidity and
mortality?
• Are there indicators of high risk besides DS?
• What are the harms/cost of transition services?

CONCLUSIONS

RESULTS/SUMMARY
PubMed
Search Term: DS +
Transition to Adult Care
Limits applied
No limits applied
(English)
Unfiltered Hits = 20
Filtered Hits = 18 articles
articles
Reviewed Title/Abstract = Excluded articles=15
18 articles
• Not addressing a key Q (14)
• Case report (1)
Included articles = 3
22775057

DATA SUMMARY
• Compared to other patients with SHCN, individuals with Down
syndrome appear to be more likely to incompletely transition to
the adult-care model and have more high-risk criteria for HCT.
• Patients with both DS and congenital heart disease (CHD) seem to
be at higher risk than those without CHD.
• Other markers of high risk include co-morbidities and functional
limitations, race (Hispanic or Black), male sex, and insurance status
(no insurance/public only).
• Patients with incomplete HCT have higher annualized cost of care,
especially when hospitalized.
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Gaps in clinical knowledge: Research required to address key
questions
• There are currently large gaps in the literature with very minimal
work completed on the topic of HCT for patients with DS.
• The available evidence is only of fair quality (Level III) and only of
fair to good external validity; it is insufficient to answer all key
research questions.
Additional questions include the following:
• Do patients with both DS and CHD receive higher quality care by
remaining with pediatric cardiologists or do they stay with
pediatric cardiologists because adult cardiologists are unwilling to
see them?
• How does SES impact the ability for complete HCT?
• What provider and patient factors are associated with adolescents
with DS taking more responsibility for their own health?
Toward practical guidelines: for further consideration by DSMIGUSA
• Structured HCT is beneficial because it results in improved quality
of life, greater adherence to and satisfaction with care, and
appropriate health care utilization.
• The current major gaps in the research evidence make it both
difficult to formulate evidence-based guidelines for HCT for young
patients with DS and point to a need, based on improved
outcomes from a structured HCT for other individuals with SHCN.
With the anticipated release of updated pediatric and adult
healthcare guidelines that could be incorporated into HCT
planning, now may be an optimal time for focused attention on
this critical issue.
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