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to gain skills or understand changes 
in health care.

Among non-YSHCN, being uninsured 
was associated with a 41% decreased 
prevalence of the overall transition 
measure compared with being 
privately insured (Table 3). When 
examining individual elements for 
non-YSHCN, we found that a different 
pattern of sociodemographic factors 
influenced transition planning 
compared with YSHCN. Having 
a parent and/or caregiver with 
some college or a college degree 
was associated with a decreased 
prevalence of HCPs discussing the 
shift to adult HCPs, compared with 
having only a high school diploma. 
In addition, youth from households 
between 200% and 399% FPL had an 
increased prevalence of discussing 
the shift to adult HCPs, compared 
with those from households at or 

above 400% FPL. Non-Hispanic black 
or African American non-YSHCN had 
a decreased prevalence of discussing 
the shift to adult HCPs compared 
with their non-Hispanic white 
counterparts; however, they had 
increased prevalence of working with 
HCPs to gain skills or understand 
changes in health care. Factors 
associated with increased prevalence 
of youth having time alone with 
their HCP at their last preventive 
visit included male sex and having 
a parent and/or caregiver with a 
college degree. Factors associated 
with a decreased prevalence of 
having time alone included lack of 
insurance and FPL levels between 
100% and 199%.

Associations with transition planning 
were examined for YSHCN on the 
basis of the presence of various 
health system characteristics (Table 4).  

A greater proportion of YSHCN who 
received care coordination and a 
written plan met the criteria for the 
overall transition measure compared 
with those who did not. Having 
a personal doctor or nurse was 
associated with greater proportions 
of YSHCN actively working with their 
HCP to build skills or understand 
health care changes at age 18 but 
smaller proportions discussing the 
shift to adult HCPs. Having a usual 
source of care was also associated 
with smaller proportions of YSHCN 
discussing the shift to adult HCPs. 
Receiving family-centered care, 
care coordination support, care in a 
medical home, and having a written 
plan were each positively associated 
with 2 of the 3 elements (active work 
to gain skills or understand changes 
in health at 18 and time alone with 
an HCP).
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TABLE 4  Proportion of YSHCN, Ages 12–17, Meeting the Overall Health Care Transition Planning Measure and Individual Elements by Health System 
Characteristics

Overall Transition Measure: 
Youth Receives Services To 

Make Transition to Adult Health 
Care, n = 5786

Doctor or Other HCP 
Discussed Shift to Adult 
Provider When Needed,  

n = 5706

Doctor or Other HCP Actively 
Worked With Youth To Gain Skills 
or Understand Changes in Health 

Care, n = 5288

Youth Had Time Alone With 
Their Doctor or Other HCP  

at Last Preventive Checkup,  
n = 5713

% (SE) P % (SE) P % (SE) P % (SE) P

Personal doctor or 
nurse

 Yes 17.0 (1.1) .25 39.4 (1.4) .04 70.7 (1.4) .02 45.5 (1.5) .17
 No 14.2 (2.0) — 48.2 (4.1) — 59.8 (4.5) — 39.6 (3.9) —
Usual source of care 

when sick
 Yes 16.6 (1.0) .68 39.2 (1.4) .01 69.0 (1.4) .70 46.0 (1.4) .06
 No 15.3 (2.8) — 51.2 (4.7) — 67.0 (5.2) — 37.1 (4.3) —
Family-centered care
 Yes 18.9 (1.1) .06 39.8 (1.4) .62 73.6 (1.2) <.001 50.3 (1.4) .01
 No 12.4 (2.8) — 42.3 (4.8) — 44.8 (5.0) — 37.4 (4.4) —
Problems getting 

referrals
 Yes 15.9 (3.4) .31 36.6 (4.8) .37 59.0 (5.4) .003 40.0 (5.0) .13
 No 20.2 (2.2) — 41.6 (2.8) — 75.4 (2.4) — 48.9 (2.8) —
Care coordination
 Yes 20.4 (1.5) <.001 39.0 (1.9) .84 76.6 (2.0) <.001 49.4 (2.1) .04
 No 10.5 (1.1) — 39.7 (2.5) — 52.8 (2.7) — 42.8 (2.5) —
Medical homea

 Yes 18.3 (1.3) .10 38.3 (1.7) .06 76.4 (1.4) <.001 48.0 (1.8) .02
 No 15.1 (1.4) — 43.5 (2.1) — 62.3 (2.3) — 41.5 (2.1) —
Written plan
 Yes 22.9 (2.7) .003 43.4 (3.2) .48 88.7 (2.3) <.001 53.2 (3.3) .004
 No 15.2 (1.0) — 40.9 (1.6) — 64.5 (1.6) — 42.7 (1.5) —

Data source: United States Census Bureau. NSCH. Available at: https:// www. census. gov/ programs- surveys/ nsch/ data. html. Accessed August 8, 2018. —, not applicable.
a Medical home is defined as having (1) a personal doctor or nurse, (2) a usual source of care when sick, (3) family-centered care, (4) no problems getting referrals, and (5) care 
coordination.
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DISCUSSION

This study reveals a low level of 
transition planning among US 
youth (17% for YSHCN and 14% 
for non-YSHCN). Over half of youth 
(especially those with SHCNs) 
actively work with their HCPs to 
gain self-care skills or understand 
changes in health care at age 18. 
Other aspects of transition planning 
are less commonly addressed, 
including having time alone with the 
HCP during preventive care visits 
and discussing the eventual shift to 
HCPs who treat adults. Moreover, 
although youth ages 15 through 
17 have higher rates of transition 
planning than their younger peers 
(ages 12–14), only 23% of YSHCN 
and 18% of non-YSHCN ages 15 to 
17 are receiving transition planning 
guidance. Importantly, for YSHCN, 
receipt of care coordination and a 
written plan of care was associated 
with meeting the overall transition 
measure. The 2016 NSCH results 
cannot be directly compared with 
previous surveys because of changes 
in survey methods and transition 
measure elements.33

The finding that older age for 
both YSHCN and non-YSHCN was 
positively associated with the 
overall transition planning measure 
is not surprising because most 
pediatricians believe transition 
planning should begin at age 1847 
or between ages 18 and 20.48 
For YSHCN, the finding that care 
coordination was significantly 
associated with overall transition 
performance is also not unexpected. 
Researchers have shown that care 
coordination is associated with 
improved transition procedures, 
and when pediatric practices 
have a designated individual 
responsible for care coordination, 
they are more likely to have a 
written transition plan.47 Current 
measures of transition planning 
may not adequately predict youth 
engagement in care or successful 
transfer to adult care.49

With our study, we found that non-
Hispanic black or African American 
youth were more likely to work 
with their HCP to gain skills and 
understand changes at 18, compared 
with non-Hispanic white youth 
but were also less likely to discuss 
the shift to an adult HCP. Possible 
explanations for these findings 
are less clear. Perhaps a larger 
proportion of non-Hispanic black or 
African American youth are seeking 
care without parents present and 
are more likely to be seen by clinics 
that care for all ages; therefore, they 
do not need to transfer to a different 
HCP.50 The findings that youth from 
households with lower incomes and 
youth from households with less 
education were more likely to discuss 
the shift to an adult HCP compared 
with their counterparts from higher 
income, higher education households 
are also difficult to explain. More 
research is needed to shed light on 
these unexpected findings.

To increase transition performance, 
HCPs who care for youth should 
consider how to incorporate 
transition as part of routine health 
care visits, including time alone to 
prepare youth for managing their 
own health and health care. This 
alone time, recommended by the AAP 
and AAFP, 51,  52 increases adherence 
to and engagement in care and 
likelihood of sharing health risks with 
HCPs.53,  54 Transition planning should 
include discussions about privacy 
and consent changes at age 18 and 
the age when transfer to an adult 
HCP is recommended. It is important 
for HCPs to engage parents and/or 
caregivers with youth starting at age 
12 to plan for transition, including 
assessing transition readiness and 
encouraging parent and/or caregiver 
involvement in building independent 
health care skills among their 
youth.14 Given the importance of 
health insurance coverage in terms 
of use of health care and receipt of 
transition planning, HCPs should 
work with youth and families to 

identify coverage options. Having a 
structured transition intervention, 
such as the 6 Core Elements of Health 
Care Transition, 55 aligned with the 
clinical report, 14 improves adherence 
to care, health literacy, consumer 
satisfaction, and lower emergency 
department and hospital visits.56

This study is limited by several 
factors. The NSCH is a cross-sectional 
study; therefore, correlations can 
be established but not directionality 
of those relationships. Information 
is obtained from parents and/or 
caregivers, not youth, which may 
inadvertently over- or underestimate 
the extent to which transition 
planning took place, considering 
parents and/or caregivers may not 
have been present during medical 
appointments. Youth and young 
adults are key partners in this 
transition discussion; however, there 
are currently no national surveys that 
ask transition questions directly to 
them.

The transition planning items were 
not part of a psychometrically 
validated tool; however, they were 
selected to align with HRSA MCHB’s 
revised transition performance 
measure used by state Title V 
programs, which 37 states and 
jurisdictions have selected to 
prioritize and report data annually.57 
The revised measure was selected 
through a consensus process with 
a multidisciplinary workgroup of 
internal and external stakeholders. 
The workgroup concurred that the 
items selected reflect key elements 
of successful transition planning for 
both youth with and without SHCNs, 
although admittedly not all elements. 
Another potential limitation involves 
the analytic decision to count patients 
as achieving the overall transition 
measure if they met just 1 or 2 of 
the transition elements but were 
missing the rest. Sensitivity analyses 
indicated there was minimal impact 
on the weighted estimate regardless 
of whether a data preservation 
approach or complete-case approach 
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was employed. Another limitation 
is the greater proportion of 
disadvantaged youth (eg, low income, 
low education) who had parents 
who reported “Don’t Know” to the 
questions on active work to gain 
skills or understand changes. These 
responses were treated as missing 
in calculating the overall transition 
measure; thus, these youth met the 
overall measure on the basis of fewer 
elements. In addition, youth with 
no preventive visits in the past year 
were coded as not having time alone 
with a provider in the past year, 
which disproportionately affected 
uninsured youth who were less likely 
to have a past-year preventive visit. 
Thus, study results may be impacted 
by these various coding decisions. 
Finally, small sample sizes impeded 
analysis of the transition measure 
by state and among YSHCN with 
specific health conditions. Future 
iterations of the NSCH can be used 
to enable pooling of multiple years 

of data to allow analyses of smaller 
subpopulations.

CONCLUSIONS

Findings from this study underscore 
the urgent need for HCPs to work 
with youth independently and in 
collaboration with their parents 
and/or caregivers throughout 
the adolescent years to improve 
transition planning. An important 
part of this developmental trajectory 
includes discussions about the 
eventual transfer to an HCP who 
cares for adults, explicit guidance 
about gaining self-care skills, what 
turning 18 means for health care (eg, 
health decisions, privacy), and time 
alone with the HCP. Further research 
is needed to perform confirmatory 
analyses with a priori hypotheses to 
corroborate or reject the observed 
associations found in this study. In 
addition, we recommend further 
efforts at the national level to better 

understand transition experiences of 
youth and young adults.
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